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Internationally and in New Zealand (NZ), mental health service-users (MHS-users) have been 
shown to experience inequities in health and wellbeing outcomes, including premature 
mortality, compared to the general population. Barriers to accessing quality care were 
identified as one driver of these inequities in the recent 2018 Report of the Government Inquiry 
into Mental Health and Addiction (He Ara Oranga). In NZ, Māori MHS-users experience 
inequities in outcomes compared to non-Māori MHS-users, and are likely to experience 
compounding barriers to receiving quality care. People-centred and joined-up (integrated) care 
(PCJUC) have been found to improve MHS-users’ outcomes and experiences of care. 
The aim of this thesis was to develop a questionnaire to assess MHS-users’ perspectives and 
experiences of PCJUC within and between MHS, other health services (such as primary 
healthcare and specialist hospital services), and social/community services. This questionnaire 
was developed with extensive input from people with lived-experience of mental 
illness/distress, and be a useful and appropriate tool for Māori MHS-users.  
Using existing integrated care and people-centred care frameworks and theories as foundations, 
interviews with 10 key informants, half of whom reported lived experience of mental 
illness/distress, informed the development of a new model of PCJUC – the first output of this 
thesis. The model expands upon the foundational framework and theories with concepts raised 
by study participants including: culturally responsive services, building capabilities, strengths-
based approaches, therapeutic relationships, peer-support, and navigation. A scoping review of 
existing measures of integrated and/or people-centred care identified 74 papers describing 64 
measures. Where possible, questions from these measures were mapped to the new PCJUC 
model and informed the development of the draft PCJUC questionnaire (PCJUC-Q) v1.0. 
A focus group of current/recent MHS-users shared their own stories to contextualise the 
questionnaire, identified gaps/omissions in the questionnaire, and collaboratively generated 
solutions. The focus group feedback informed refinement of the questionnaire. PCJUC-Q v2.0 
was then shared with focus group participants and key informants to check its face validity. 
Their feedback further refined the questionnaire, resulting in the final draft PCJUC-Q v3.0.  
The new PCJUC model was built with extensive input from people with lived-experience, 
including Māori, and illustrates what PCJUC may look like for MHS-users in NZ. It is hoped 
that this model, closely informed by experiences of people with lived experience of mental 
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illness/distress, will support improvements in policy and service design/delivery as called for 
by He Ara Oranga (2018).  
Once psychometrically tested and validated, the draft PCJUC-Q v3.0 may provide a tool for 
measuring MHS-users’ experiences of PCJUC. This data could support services to identify 
gaps in the way services deliver PCJUC, as well as measure progress in delivering PCJUC over 
time. Ultimately, it is hoped that the draft PCJUC-Q will help inform targeted improvements 
in people-centredness and joined-up services, leading to more equitable health and wellbeing 
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Glossary of Māori terms1 
 
 
1 (Māori Dictionary, 2020) 
 
Hauora Māori: Māori wellbeing 
Hui: meeting 
Kaiarahi: navigators  
Kaumatua: elders, esteemed members of the community 
Kaupapa Māori: Māori approaches, ideologies 
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Mahinga kai: garden, harvesting, a food-gathering place 
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Taha Whānau: familial, social wellbeing  
Te reo Māori: Māori language 
Te Tiriti o Waitangi: The Treaty of Waitangi 
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Chapter 1: Introduction 
1.1 The physical health of mental health service-
users 
Internationally, mental health service-users (MHS-users)2 have been shown to be at increased 
risk of physical co-morbidities compared to the general population. For example in a five-
country study, people with serious mental illness (PwSMI) were found to be twice as likely to 
develop Type II Diabetes as people without SMI (Te Pou o Te Whakaaro Nui, 2014). Similarly, 
PwSMI were at least twice as likely to develop cardiovascular disease (CVD) as people without 
SMI (De Hert et al., 2011; Te Pou o Te Whakaaro Nui, 2014).  
Furthermore, the international and New Zealand (NZ) literature demonstrates that the 
premature morality rate amongst MHS-users (not due to accident or injury) is substantially 
higher than the general population (Te Pou o Te Whakaaro Nui, 2014). Importantly, people 
with substance-use disorders (SUDs) are also more likely to experience poor physical health 
outcomes across a range of measures, as well as a substantially higher premature mortality rate 
compared to the general population; and SUDs can often co-occur with SMI (Richardson et al., 
2019).  
1.1.1 Drivers of poor physical health amongst mental health service-
users  
The drivers of poor physical health amongst MHS-users include adverse physical health effects 
of anti-psychotic medications, poor socio-economic conditions, and lifestyle factors such as 
smoking and/or limited physical activity (Richardson et al., 2019). However, evidence is 
mounting that inequities in access to healthcare, as well as the quality of the healthcare MHS-
users receive, are also contributing to health and life expectancy disparities (Lawrence et al., 
2010). 
In addition to facing barriers in accessing care, MHS-users may also receive poorer quality 
care than the general population, including being less likely to receive appropriate specialist 
interventions (Hennekens et al., 2005). For example, people who experience mental 
 
2 See Table 1 for an explanation of mental health terminology used in this thesis 
2 
 
illness/distress are more likely to develop CVD, but are less likely to be screened for CVD or 
receive specialist interventions, compared to the general population (Hennekens et al., 2005).  
Table 1: Mental health terminology used in this thesis 
  
1.2 “Integrated Care” and its relevance to mental 
health service-users 
Studies of integrated care have shown promise in improving outcomes for MHS-users by 
providing greater continuity of care, increasing the appropriate attention on addressing MHS-
Mental Health and Wellbeing 
Mental health and wellbeing is described by the New Zealand Mental Health Foundation as: 
“the capacity to feel, think and act in ways that enhance our ability to enjoy life and deal 
with the challenges we face. It is a positive sense of emotional and spiritual wellbeing 
that respects the importance of culture, equity, social justice and personal dignity.” 
(Mental Health Foundation of New Zealand, 2020) 
Within a Te Ao Māori (Māori worldview) framework, Durie explains that taha hinengaro 
(mental/emotional wellbeing) is holistic and interdependent on taha tinana (physical wellbeing), 
taha whānau (relational/social wellbeing), and taha wairua (spiritual wellbeing) (M. H. Durie, 
1985). Using the above understandings of mental health and wellbeing as a foundation, ‘mental 
health and wellbeing’ is conceptualised in this thesis as a person’s holistic ‘inner world’ – their 
thoughts, feelings, emotions, and experiences – which is woven through their experiences of 
physical, social, and spiritual wellness.  
Mental health service-user (MHS-user) 
In this thesis, the term ‘mental health service-user’ (MHS-user) is used to refer to anyone who 
uses mental health services (MHS), including alcohol and other drug (AOD) services. ‘MHS-user’ 
is commonly used in New Zealand and captures the population group of interest in this research: 
people that are engaged with MHS (including AOD services).  
People with serious mental illness (PwSMI) 
This term is often used in academia to refer to people who have been diagnosed with psychoses, 
such as schizophrenia or bipolar affective disorder , and other ‘serious’ diagnoses, such as major 
depression (American Psychiatric Association, 2018). It can be a problematic term as there is no 
consistent definition of diagnoses considered ‘serious’, and furthermore, the label of ‘serious’ is 
subjective. ‘PwSMI’ has not been employed by the student researcher when discussing the aim, 
objectives, or findings of this thesis because this thesis focuses on all people that use MHS in 
New Zealand, regardless of diagnosis. However, ‘PwSMI’ was used in numerous studies of the 
physical health outcomes and life expectancy of MHS-users that have been cited in this thesis. 
Accordingly, the acronym ‘PwSMI’ has been used when highlighting findings from these particular 
studies.  
Mental illness/distress  
‘Mental illness/distress’ has been used in this thesis to describe challenges people face with their 
mental wellbeing. ‘Mental illness’ has not been used in isolation as many people are not diagnosed 
with a mental illness, but still experience distress or challenges with their mental wellbeing and 





users’ physical health needs, and improving coordination and communication between primary 
care services, secondary care services, and various social services (Bellamy et al., 2016; 
Bradford et al., 2013). “Integrated care” is often not well described (Richardson et al., 2019; 
Shaw et al., 2011). Concepts, such as continuity of care, are closely related to integrated care 
(Haggerty et al., 2003).  
1.3 An Existing Theoretical Framework Informing 
the Development of a Measure of Integrated 
Patient Care 
In this thesis, the Singer et al. (2011) Framework for Measuring Integrated Patient Care 
(hereafter “Singer’s framework”) has been used as the foundation for understanding integrated 
care. It has seven domains of integrated patient care, based upon their definition of integrated 
care: 
“patient care that is coordinated across professionals, facilities, and support 
systems; continuous over time and between appointments/visits; tailored to 
patients’ needs and preferences; and based on shared responsibility between 
patient and caregivers for optimising health”  
Singer et al., (2011) p. 113 
Table 2 presents definitions of Singer’s seven dimensions of integrated care. The first five 
dimensions of Singer’s framework relate to the coordination component of integrated care, 
with a focus on how services are organised and connected, and provide informational and 
organisational continuity to patients over time. The final two dimensions relate to Singer’s 
patient-centred component of integrated care. These patient-centred dimensions address 
whether or not patients’ expressed needs, values, beliefs and preferences for care are taken into 
account, and the extent to which patients and their families are actively involved in making 
care decisions.  
Singer’s framework informed development of a measure of integrated patient care among 
hospital patients – the Patient Perceptions of Integrated Care Survey (PPIC survey); found to 
be reliable and valid in the United States (Friedberg et al., 2019; S. J. Singer et al., 2013).  
4 
 
1.3.1 Singer’s framework and this research 
Singer’s framework was used as the foundation for understanding integrated care in this thesis 
because it is a robust framework that includes both integrated care and patient-centred 
components. Singer et al., (2011) explain that integration has its conceptual roots in 
organisational theory – in how services are organised, and in particular, the coordination 
processes that facilitate integration – but achieving organisational integration does not 
necessarily mean that a person experiences care that is integrated. Therefore, the embedding of 
‘the person’ in Singer’s framework through the patient-centred dimensions ensures that the 
‘product’ of integration – the care the person experiences – is defined and patient-centred.  
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Table 2: Overview of the seven dimensions in the Singer framework (Singer et al., 2011) 
 
However, although Singer’s framework provides an excellent conceptual foundation for an 
understanding of integrated care, from the outset there were some clear limitations surrounding 
how the framework could be applied in this study. Firstly, it was developed to measure 
hospitalised medical patient experiences in the United States and may not necessarily 
transferrable to a mental health context in NZ. 
Secondly, the term ‘patient’ is not widely-used New Zealand’s mental health services (MHS). 
‘Patient’ has been viewed as a dis-empowering term that may: convey ‘passivity’, re-enforce 






Coordinated within care team  
“consistent with and informed by the care delivered by other team 





Coordinated between care teams 
Care that is “consistent with and informed by the care delivered by 




Coordinated between care teams and community resources 
Care that is coordinated “between patient care teams and support 





Continuous familiarity with the patient over time 
Health professionals that are “continuously familiar with the 
patient’s medical history… [including] familiarity with care he or she 





Continuous proactive and responsive action between visits 
“Care team members reach out and respond to patients between 
visits” (Singer et al., 2011) (p120), and  









Care in which “providers consider the needs, preferences, values 
and capabilities of the patient, family members, and other care 





“…the patient, family members, and other caregivers are informed 
and engaged by providers in making health care decisions, 
providing care, maintaining health, and managing financial 




(Neuberger, 1999; Sharma et al., 2000). Terms such as ‘mental health consumer’ have also 
attracted criticism due to the implication that a person is ‘consuming’ services rather than 
participating as an equal partner in their care (McLaughlin, 2008). As outlined in Table 1, the 
term ‘MHS-user’ has been used in this thesis. Whilst ‘service-user’ could be criticised for de-
personalising people experiencing mental illness (identifying them as users of services, rather 
than people first and foremost), it is a commonly used term in NZ (Hamer et al., 2014; Mental 
Health Commission, 2012). 
Finally, and most importantly, Singer’s framework discusses concepts relating to patient-
centred care. As discussed in the next section, patient- or person-centred care are focussed on 
the individual, whereas people-centred care addresses the people’s support networks and wider 
communities. Therefore, Singer’s framework was used as the underlying theoretical foundation 
for this thesis, but was supplemented by the conceptualisation of people-centred care discussed 
below (Goodwin, 2014; The World Health Organization, 2016). 
1.4 What is “people-centred care”? 
The World Health Organization (WHO) defines people-centred care as care that promotes the 
active participation of individuals, families and communities in the health system (The World 
Health Organization, 2016). A people-centred health system should be structured in a way that 
meets the comprehensive and holistic needs of people (rather than simply addressing individual 
diseases and conditions in a ‘siloed’ manner), and furthermore, a people-centred health system 
should prioritise peoples’ preferences surrounding their care (The World Health Organization, 
2016).  
Differences between person-centred care and people-centred care have been summarised as 
(Goodwin, 2014): 
• Person-centred care: sees and values the ‘whole person’ – their holistic needs and goals 
that are specific to the individual and their circumstances – and responds to these 
comprehensive needs and individual aspirations for wellbeing.  
• People-centred care: encompasses person-centred care, but also sees, values, and 
responds to the holistic needs and goals of the community. Additionally, people-centred 
care seeks to strengthen the capabilities of individuals and communities to act in ways that 
promote their wellbeing (Goodwin, 2014).  
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People-centred care is a broader concept that encompasses the perspectives of the people 
surrounding the individual; their whānau (family), friends, caregivers, and wider community. 
Furthermore, people-centred care explicity holds capability building as a core aim; this is an 
important concept returned to later in this thesis, particularly in Chapter 2. 
1.4.1 Integrated care and people-centred care: two interlinked 
concepts  
At face value, integrated care is service-centred; concerned with the actions and outcomes of 
services (how they integrate, and the effects of integration on their operations), rather than 
focusing on the experiences of people using the services. However, integrated care can be 
expanded to place people at the centre. In a report for the Nuffield Trust, Shaw (2011) asserts 
that “the service-user is the organising principle of integrated care” (p.20) – essentially, that 
in order for a system to provide truly integrated care, the way it is structured, organised, and 
delivered must be person-centred. Achieving integrated care for patients requires service-
providers to elevate the patient’s perspective – their needs, preferences, and priorities – to the 
centre of organisational decision-making (Shaw et al., 2011).  
The WHO also link integrated care and people-centred care via principles including: care that 
is comprehensive, equitable, coordinated, continuous, holistic, empowering, collaborative, and 
co-produced (The World Health Organization, 2015). How these principles can be 
conceptualised within a mental health context in NZ is discussed in Chapter 2.  
1.5 ‘Integrated care’ or ‘joined-up care’ as a term 
to use in this research? 
In the data collection phase of this research, 10 expert key informants were interviewed about 
their insights and experiences of integrated care within a mental health context in NZ (see 
Chapter 2). In these discussions, many key informants found the term ‘integrated care’ vague, 
despite also finding integration concepts – like coordination and continuity – important and 
engaging. Identifying the best way to clearly and concisely communicate what integrated care 
is, and why it matters to MHS-users, quickly became an important consideration in this 
research. 
In discussion with Dr Helen Hamer, the term ‘joined-up care’ was introduced to the student 
researcher; a term which has been used in the 2018 Report of the Government Inquiry into 
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Mental Health and Addiction (He Ara Oranga) (Government Inquiry into Mental Health and 
Addiction, 2018). Helen, an independent nurse consultant, explained that ‘joined-up care’ 
utilises lay terminology whilst conveying the essential components of integrated care – of 
connecting and coordinating services. For these reasons, ‘joined-up care’ is used in this thesis. 
This suggestion came after completing the key informant interviews (Chapter 2), and therefore 
‘integrated care’ was used in those discussions and in all key informant interview related 
supplementary material (e.g. key informant participant information sheet and consent form). 
However, ‘joined-up care’ and ‘people-centred joined-up care’ (PCJUC) were employed for 
the focus group with MHS-users (Chapter 5), in the development and refinement phases of the 
draft PCJUC questionnaire (Chapters 4 and 6, respectively), and in the wider body of this 
thesis.  
In summary, in this thesis Singer’s framework – supplemented by conceptualisations of people-
centred care (Goodwin, 2014; The World Health Organization, 2016) – was used as the 
theoretical foundation for understanding PCJUC in this thesis.  
1.6 People-centred joined-up care and mental 
health service-users in New Zealand 
Although data about the physical health of MHS-users in NZ is limited, evidence suggests 
similar burdens of co-morbidity to MHS-users overseas. People diagnosed with depression, 
anxiety, and/or bipolar disorder are 1.79 times as likely to develop CVD, and twice as likely to 
have chronic pain, compared to the general NZ population (Lockett et al., 2018). Moreover, 
the prevalence of respiratory illness is 23% amongst people diagnosed with any mental illness 
(excluding psychosis), compared to 16.7% in the general population (Oakley Browne, 2006; 
Te Pou o Te Whakaaro Nui, 2014). 
Again, consistent with international trends, MHS-users (regardless of diagnosis) have mortality 
rates (not due to suicide or injury) two-times higher than the general NZ population 
(Cunningham et al., 2014). When stratified by diagnosis, disparities are increased; people 
diagnosed with a psychotic disorder have three-times the mortality rate of the rest of the 
population (Cunningham et al., 2014; Te Pou o Te Whakaaro Nui, 2014).  
As with international evidence, drivers of poor physical health and mortality rates amongst 
MHS-users in NZ are thought to include the: negative health effects of psychotropic 
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medications , effects of social and economic marginalisation (Collins et al., 2012; Te Pou o Te 
Whakaaro Nui, 2014), and barriers to accessing quality care (Lawrence et al., 2010). .  
1.6.1 Outcomes for Māori mental health service-users 
Like other Indigenous populations subjected to colonisation, Māori (the Indigenous people in 
NZ) consistently experience significant inequities in access to healthcare and a range of health 
outcomes compared to non-Māori (Reid, 2007). Māori are more likely to experience mental 
illness/distress than non-Māori. A recent study found Māori are significantly more likely to 
self-report depression, anxiety, and psychological distress than non-Māori (Russell, 2018). 
Furthermore, Māori are 1.17 times more likely to self-report an anxiety disorder, 1.19 times 
more likely to self-report a depression disorder, 1.61 times more likely to self-report 
experiencing psychological distress, and 1.94 times more likely to self-report a bipolar disorder 
diagnosis, compared to non-Māori (Ministry of Health, 2019a).  
Māori MHS-users also face inequities in the quality of care received compared with non-Māori 
MHS-users. Māori MHS-users are more likely to be placed in seclusion while in an inpatient 
mental health setting and more likely to be sectioned under the Mental Health (Compulsory 
Assessment and Treatment) Act 1992, compared with non-Māori MHS-users (Cunningham et 
al., 2018; McLeod et al., 2017; Wheeler et al., 2005).  
Life expectancy inequities have also been examined among Māori MHS-users, with Māori who 
experience mental illness/distress found to be less likely to survive a cancer diagnosis than non-
Māori (Cunningham et al., 2015).  
In addition to a higher prevalence of mental illness/distress compared to non-Māori, Māori (in 
general) are also more likely to experience a higher burden of poor physical health outcomes 
than non-Māori across a range of measures (Ministry of Health, 2013). Overall, stark disparities 
in life expectancy are evident in New Zealand, with Māori living an average of 7.1 years less 
than non-Māori (Statistics New Zealand, 2015). The drivers of such inequities are well-
discussed in the literature, and include the ongoing effects of colonisation, systemic racism 
(across society, including the health system), barriers to accessing care, and higher rates of 
socio-economic deprivation (Came, 2014; Reid, 2007). Given these extensive inequities, it is 
likely that Māori MHS-users experience compounding barriers and systemic disadvantages.  
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1.6.2 Mental health and addiction services in New Zealand  
Most  NZ publicly-funded mental health and addiction care is provided in primary care settings, 
such as by general practitioners (GPs). People requiring additional support are typically 
referred to publicly-funded mental health and addiction services (MHS) which are located 
within the community (outpatient/community MHS) and hospitals (inpatient MHS). Non-
Government Organisations (NGOs) also provide mental health care in the community, 
including residential care. Private mental health care, such as private psychiatrists and 
psychologists, is also available. Around 4% of the NZ population recieve support from 
specialist MHS (Ministry of Health, 2019b). 
Following the 2018 Government Inquiry into Mental Health and Addictions, the NZ 
Government has openly committed to system-transformation in this sector. Many of the Inquiry 
Report’s (He Ara Oranga) findings support the implementation of PCJUC in the wider NZ 
mental health and addictions sector. Part of the Report’s vision is putting people at the centre 
(Government Inquiry into Mental Health and Addiction, 2018). The report provides examples 
of how the vision for ‘people at the centre’ should be operationalised (Figure 1). These 
examples align with the people-centred care concepts discussed earlier, particularly with 
respect to engaging MHS-users as active and equal partners in decision-making. 
 
Figure 1: He Ara Oranga's vision for people at the centre of services from He Ara Oranga 
(2018), p. 90.  
 
In a system where people are at the centre, He Ara Oranga (2018) envisions that MHS-
users: 
• “are treated with respect and empathy” 
• “have a voice, and their voice has weight” 
• “are seen and treated as a whole person, with their cultural practices and knowledge 
recognised, rather than as a diagnosis or set of symptoms”  
• “are partners in their own care” 
• “can access the support and services they need and transfer easily between different 
types of support” 
• “can access culturally appropriate Kaupapa Māori and Pacific services” 
• “have their family and whānau actively encouraged to support their recovery” 
• “do not have to repeat their story over and over again” 
• “experience services that are coordinated, trauma informed and high-quality” 
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He Ara Oranga also identified the need for greater integration of services – both within and 
between MHS, other health services, and social services – discussed in the report in terms of 
‘continuity of care’ and ‘joining-up services’ (Government Inquiry into Mental Health and 
Addiction, 2018). Therefore, in addition to PCJUC demonstrating the potential to improve 
outcomes for MHS-users, work to improve MHS-users’ experiences of PCJUC (as undertaken 
in the research describe in this thesis) directly supports the Government’s ambitions for system 
transformation in response to He Ara Oranga (2018). 
1.6.3 Te Tiriti o Waitangi  
Improving the physical health outcomes of Māori MHS-users fits within the Crown’s 
obligation under Article 3 – ōritetanga (equality) – of Te Tiriti o Waitangi, which promises 
Māori the same rights and privileges of British subjects. Within a health context, Article 3 
relates to ensuring Māori have at least the same level of health, and access to determinants of 
good health, as non-Māori. Additionally, Article 3 requires the systemic disadvantages that 
drive inequities in outcomes for Māori to be addressed and remedied (Reid, 2007; Wyeth et al., 
2010). Māori MHS-users are likely to face compounded inequities in health outcomes and life 
expectancy experienced by MHS-users, due to the entrenched institutionalised racism within 
NZ’s health, social, education and justice sectors. Accordingly, creating system-level changes 
that improve Māori MHS-users’ experiences of PCJUC, thereby improving Māori MHS-users’ 
health and wellbeing outcomes, is an example of enacting the principles of Te Tiriti o Waitangi. 
1.7 The present study: developing a MHS-user 
questionnaire of people-centred joined-up care 
Given the potential for PCJUC to improve the accessibility and quality of services, and 
following the findings of He Ara Oranga (2018), enhancing PCJUC within and between MHS 
and other health services (such as primary care, specialist health services, and allied health 
services) should be an important focus for the mental health and addictions sector in NZ. 
Furthermore, due to the crucial role community/social services have in addressing the social 
and economic determinants of wellbeing, joining-up these services with MHS and other health 
services is also an important opportunity to improve the wellbeing of MHS-users in NZ. To do 
this effectively, an understanding of which aspects of PCJUC are important to MHS-users in 
NZ is required. Furthermore, an accurate understanding of where strengths and gaps of PCJUC 
lie within the system is needed. 
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Shaw (2011) states, “It is only possible to improve what you question” (p.20). The scoping 
review of existing self-report questionnaires of integrated care (and/or) people-centred care 
(Chapter 3) found some questionnaires of integrated care and people-centred care exist. 
However, such questionnaires: rarely assess both integrated care and people-centred care, most 
have been developed in the context of other countries’ health systems, often relate to ‘general’ 
health contexts (rather than mental health contexts), and it is uncommon for the questionnaires 
to be specifically designed to assess the experiences of MHS-users. 
Accordingly, there is a need to develop a novel questionnaire that a) assesses MHS-users’ own 
experiences of PCJUC, and b) is suitable for NZ’s context. This questionnaire could be used 
to: 
• Provide an accurate assessment of the current state of PCJUC within and between health 
and social services in NZ, based on the perspectives and experiences MHS-users, 
• Inform future quality improvement efforts on both local (District Health Board (DHB)) and 
national (Ministry of Health) levels with regards to PCJUC, by identifying strengths and 
gaps in service-delivery as experienced by MHS-users, and 
• Provide a tool for evaluating changes in MHS-users’ experiences of PCJUC over time, 
thereby measuring the ongoing progress and success of PCJUC quality improvement 
activities. 
Accordingly, this thesis had the following Research Aim and Objectives (Table 3). 
There are five key components to the research presented in this thesis. Each phase of research 
– the key informant interviews, scoping review, development of the draft PCJUC questionnaire 
(PCJUC-Q), the focus group, and face validity checking of the draft PCJUC-Q – was designed 
to meet one or more of the research objectives as summarised below.  
1.7.1 Research Aim and Objectives 
The Research Aim and Objectives of this thesis are presented in Table 3. A summary depicting 




Table 3: Thesis aim and research objectives 
 
In developing the PCJUC-Q – the primary output of this thesis – Singer’s framework and 
people-centred care definitions were adopted as conceptual foundations. Taken together, they 
have been imagined in this thesis as ‘people-centred joined-up care’ (PCJUC). Aligning the 
new questionnaire with the WHO (2016) and Goodwin (2014) definitions of people-centred 
care reflects how the perspectives, experiences, and expressed needs of MHS-users are central 
to the questionnaire. It also reflects how the questionnaire seeks to assess how MHS are joined-
up with a wide range of other services – both other health services, such as primary care and/or 
alcohol and drug services, as well as social services, such as housing and/or income support – 
which are critical to meeting the comprehensive and holistic health and wellbeing needs of 
MHS-users. 
Although Singer’s framework and people-centred care were used as a starting point for 
understanding PJCUC in this thesis, the key informant interviews (Chapter 2) and focus group 
of people with lived-experience of mental illness/distress (Chapter 5) enhanced and refined this 
understanding, culminating in the development of the new PCJUC model. This model was 
ultimately used as the framework for the development of the draft PCJUC-Q. 
Aim: 
To develop a questionnaire to assess MHS-users’ perspectives and experiences of PCJUC 
within and between MHS, other health services (such as primary healthcare and specialist 
hospital services), and social/community services.  
Research objectives 
1. To identify and justify key questions and themes that should be included in a questionnaire of 
PCJUC for MHS-users in NZ – including for Māori MHS-users – from the perspectives of people 
with experience using MHS in NZ. 
1.1. To ensure these questions and themes are useful and appropriate for Māori MHS-users. 
2. To develop a PCJUC model, informed by Singer’s Framework and people-centred care 
concepts, that reflects the experiences and priorities of MHS-users in NZ. 
3. To determine the key themes and components of existing (international and national) self-report 
questionnaires of people-centred care and/or integrated care for MHS-users, or, if such 
questionnaires do not exist, to determine the key themes and components of existing 
‘generalised’ (non-mental health related) questionnaires of people-centred care and/or 
integrated care.  
4. To describe experiences of PCJUC for MHS-users in NZ, including the experiences of Māori 




Figure 2: Summary of aim, objectives, and research methods.   
1.7.2 Objectives and thesis overview 
Objectives 1 & 2 and Key Informant Interviews (Chapter 2)  
To ensure the draft PCJUC-Q is an effective people-centred tool, it was developed based on 
MHS-user insight and perspectives; prioritising and ensuring MHS-user engagement and input 
in this research.  
The key informant interviews provided the first engagement with people with lived-experience 
of mental illness/distress. To address Research Objectives 1 and 2, 10 key informants were 
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interviewed over a three-month period, offering diverse perspectives and experiences. Half the 
key informants had lived-experience of mental illness/distress, three were Māori, and all were 
currently working in MHS design, delivery, advocacy and/or policy roles. The key informants 
were asked to share their insights surrounding the strengths and gaps of Singer’s framework 
and people-centred care constructs, barriers MHS-users face to accessing PCJUC in NZ, and 
advice about the general structure, scope and direction of the draft PCJUC-Q. Māori key 
informants were additionally asked to discuss barriers that Māori MHS-users specifically face 
in accessing PCJUC, and important considerations to ensure the questionnaire is useful and 
culturally appropriate for Māori MHS-users.  
The data generated in the key informant interviews were used to refine and adapt the Singer 
framework towards evaluating MHS-users experiences of PCJUC in NZ, resulting in the 
development of a new PCJUC model – also incorporating people-centred care concepts. The 
new PCJUC model was then used as the charting framework against which the measures 
identified in the scoping review were mapped (Chapter 3).  
Objective 3 and the Scoping Review  (Chapter 3) 
To address Research Objective 3, a structured scoping review of the literature was undertaken. 
The purpose of this review was to identify existing self-report measures of people-centred care 
and/or integrated care for MHS-users.  
The seminal Arksey and O’Malley (2005) scoping review protocol was followed, with some 
additional recommendations from Levac (2010) heeded. Subsequently, the new PCJUC model 
(Chapter 2) and the data extracted during the scoping review were used to develop the draft 
PCJUC-Q v1.0 (Chapter 4). This initial draft PCJUC-Q was then taken to a focus group of 
current/recent MHS-users. 
Objective 4 and the Focus Group (Chapter 5) 
Five current or recent MHS-users were recruited to a focus group. Participants ranged in ages, 
genders, ethnicities, sexual orientation, the types of services they had accessed, and the length 
of time since they had last engaged with MHS. The purpose of the focus group was to: 
• Gain insight into focus group participants’ experiences and/or observations of PCJUC 
whilst accessing health services (including MHS) and/or social services, and 
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• Identify strengths and omissions in the draft PCJUC-Q v1.0. Where omissions or gaps in 
the questionnaire were found, the focus group was asked to collaboratively generate 
solutions to improve it.  
The focus group was conducted to address Research Objective 4, because as a result of the 
recommendations made in the focus group, the draft PCJUC-Q v1.0 was amended, resulting 
in the development of the draft PCJUC-Q v2.0. These amendments included changes to the 
wording of certain questions, altering the response options, and expanding the instructions at 
the beginning of the questionnaire.  
Objective 1 and Face Validity Checking (Chapter 6) 
The draft PCJUC-Q v2.0 was distributed to key informants and focus group participants to 
check face validity. The purpose of sharing the refined version of the questionnaire with key 
informants and focus group participants was to ensure that their advice and insight had been 
accurately enacted, and to provide a final opportunity to comment on the questionnaire. Key 
informants and focus group participants were also asked to answer five structured short answer 
questions on the overall questionnaire length, clarity, and structure. Six participants returned 
feedback. This final round of feedback informed further refinement of the questionnaire, 
resulting in the draft PCJUC-Q v3.0 – the primary output of this thesis.  
Main Aim and the final Discussion (Chapter 7) 
The final chapter of this thesis addresses the Main Aim and the resulting draft PCJUC-Q v3.0 
in relation to the developed PCJUC model, and in relation to wider relevant literature. 
Implications of the draft PCJUC-Q for the mental health and addictions sector and MHS-users 
in NZ are discussed, as are the next steps in validation and distribution. The strengths and 
limitations of the study are also considered.   
1.8 Researcher position statement  
Reflecting on my work, the following quote from Spradley (1979), which describes a 
phenomenological approach to interviewing subjects, strongly resonates with me. It eloquently 
illustrates the type of information and insight I was trying to gain in my discussions with key 
informants and focus group participants, and therefore the type of information and insight I see 
as valuable in this discussion about PCJUC in the mental health space.  
He said:   
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“I want to understand the world from your point of view. I want to know what 
you know in the way you know it. I want to understand the meaning of your 
experience, to walk in your shoes, to feel things as you feel them, to explain 
things as you explain them. Will you become my teacher and help me 
understand?” 
 (Spradley, 1979), p.34 in Kvale & Brinkmann (2009) p.124 
As a researcher who does not have lived-experience of mental illness/distress, I was seeking to 
learn from people who are experts through their own lived-experiences. I recognise that as I 
am unable to explore this topic as an insider, the assumptions I have made, the way I have 
interpreted information, and the conclusions I have drawn are limited by the fact that they have 
not been coloured by personal experience of mental distress or using MHS. My hope, however, 
is that I have engaged authentically and with an open mind in my discussions with the people 
who have been generous enough to share their insights and experiences with me of their own 
journeys with MHS.  
As a Pākehā researcher, I am aware that my own cultural competence is limited and has been 
informed by theoretical understandings of tikanga Māori to a large extent. I also recognise that 
my goal to develop a questionnaire that is relevant and appropriate for Māori MHS-users was 
reliant on the generosity of the Māori key informants and focus group participants for sharing 
their time, insights, and stories with me, and on the guidance of my supervisor Emma. I am 
grateful for their generosity, and much of the richness of this thesis has come from their 
contributions. My phenomenological approach to this thesis was blended with pragmatism.  
Savin-Baden & Howell Major (2013) state the pragmatic approach identifies and uses the most 
sensible methods that can address the research question, and allows researchers to explore the 
link between theory and practice. They explain that a pragmatic approach allows researchers 
to seek understanding of peoples’ subjective experiences and perspectives – as in 
phenomenology – while being pragmatic in their choices of methods based on the resources 
and time available. By its nature, the pragmatic approach does not have an established ‘single’ 
set of methods, which can open it to critique. However, its strength is that it allows researchers 
to select the methods best suited to answering the research question(s). Savin-Baden & Howell 
Major (2013) assert that pragmatic approaches can be complemented by – and blended with – 
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theoretical frameworks, such as the blended phenomenological and pragmatic approaches 
utilised in this thesis. 
My purpose in exploring this research was rooted in the belief that any movement to change 
and improve the organisation and delivery of services for people experiencing mental 
illness/distress should be people-centred – it should be directed by MHS-users’ own expressed 
needs, preferences and priorities. I wanted to use qualitative methods of inquiry to not only 
understand people’s experiences of PCJUC through the key informant interviews and focus 
group, but also to develop a questionnaire that can be used to build a system-wide picture of 
how MHS-users experience PCJUC in NZ – and hopefully, to use this information to change 
the system for the better. It is my hope that this questionnaire can be beneficial to service-
providers and MHS-users alike – that it can help service-providers identify areas for 
improvement in the way they structure and deliver care, and that it can be a tool for empowering 
MHS-users and amplifying their voices.   
Table 4: Chapter 1 summary 
 
Chapter 1 Summary: 
• MHS-users experience a raft of inequities in health and wellbeing outcomes and access to 
quality care, compared to the general population. PCJUC could address this by improving 
coordination and information sharing within and between services, empowering MHS-users 
to participate in decision-making, and ensuring services are designed to meet the needs, 
preferences, priorities and aspirations of MHS-users.  
• Singer’s framework and the WHO (2016)/Goodwin (2014) conceptualisations of people-
centred care, were used as the theoretical foundation for the research presented in this 
thesis.  
• The new PCJUC model developed through interviews with key informants (Chapter 2) 
expanded Singer’s framework and identified new PCJUC concepts, to inform the draft 
PCJUC-Q v1.0 (Chapter 4).  
• The questionnaire, which was also informed by a scoping review of existing integrated care 
and/or people-centred care measures (Chapter 3), was refined through feedback from a 
focus group of current/recent MHS-users (Chapter 5), before a final round of face validity 
checking with key informants and focus group participants to reach the final draft PCJUC-Q 
v 3.0 (Chapter 6).  
Next Chapter: Key Informant Interviews  
• 10 key informants with expertise in MHS design/delivery, policy, and/or advocacy – half of 
whom have lived-experience of mental illness/distress – were interviewed to gain an 
understanding of what PCJUC could look like for MHS-users in NZ. This culminated in the 
development of the new PCJUC model, which expands upon Singer’s framework and 
identifies new areas of PCJUC that are important to MHS-users in NZ.  
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Chapter 2: Key Informant Interviews 
2.1 Introduction 
This chapter details the methods and results of the key informant interview phase of research, 
and discusses the results in the context of the literature.  
To address the Aim of this thesis – to develop a questionnaire to assess MHS-users’ 
perspectives and experiences of PCJUC within and between MHS, other health services 
(such as primary healthcare and specialist hospital services), and social/community 
services – the purpose of the key informant interviews was to seek the insights and perspectives 
of expert key informants surrounding:  
• What PCJUC means, or could mean, to MHS-users in NZ, 
• The factors (e.g. barriers to PCJUC) that should be considered in developing a 
PCJUC model to underpin the development of the draft PCJUC-Q, 
• Considerations for ensuring the suitability of the draft PCJUC-Q for all MHS-users, 
including Māori MHS-users.  
The key informants held diverse expertise in mental health and addictions, and many key 
informants had lived-experience of using MHS. The insights key informants shared in the 
interviews were integral to building the PCJUC model – the foundation for the draft PCJUC-
Q – and to ensuring the draft PCJUC-Q is fit-for-purpose.  
A set of specific objectives was developed to guide and direct the interviews – linked to the 





2.2.1 Interview theory 
Qualitative research interview methods can vary, and the purpose for conducting interviews 
are wide-ranging. Kvale & Brinkmann (2009) state that: 
“The qualitative interview attempts to understand the world from the subject’s 
[sic] points of view, to unfold the meaning of their experiences, to uncover 
their lived world prior to scientific explanations.” 
(Kvale et al., 2009), p. 1 
They describe interviews as an exchange of ideas and perspectives between the interviewer and 
interviewee, with knowledge co-constructed as a result of the exchange itself (Kvale et al., 
2009).  
The approach to planning, undertaking, and analysing the key informant interviews was 
directed by the student researcher’s pragmatic and phenomenological approaches (Chapter 1). 
This blended approach was helpful in addressing key informant interview objectives. On one 
hand, understanding the key informants’ experiences, perspectives and worldviews relating to 
Table 5: Key informant interview objectives in relation to the overall research objectives 
Overall Research Objectives a  Key informant interview Objectives 
1. To identify and justify key questions 
and themes that should be included in 
a PCJUC  questionnaire for MHS-
users in NZ, including Māori MHS-
users, from the perspectives of MHS-
users in NZ.  
1.1. To ensure these questions and 
themes are useful and 
appropriate for Māori MHS-
users.  
2. Using these themes, to develop a 
PCJUC model, informed by the Singer 
Framework and people-centred care 
concepts, that reflects the 
experiences and priorities of MHS-





A) To gain insights into what PCJUC 
means within mental health 
contexts in NZ, including what an 
‘ideal’ PCJUC system might look 
like, to inform the development of 
a PCJUC model to underpin 
development of a PCJUC-Q for 
MHS-users in NZ.    
B) To identify barriers to achieving 
PCJUC for MHS-users in NZ.  
C) To seek advice about the scope 
and direction of the draft PCJUC-
Q. 




PCJUC for MHS-users (Objective A), as well as the barriers that exist to achieving PCJUC 
(Objective B), are phenomenological. On the other hand, seeking key informants’ 
understandings of how their conceptualisation of PCJUC links to current (and the ‘ideal’ future) 
practice (Objective A) is an example of a pragmatic approach to linking theory to practice. 
Indeed, applying all these discussions of PCJUC to the development of the draft PCJUC-Q 
(Objective C) is another example of the pragmatic approach.  
The phenomenological approach aligns well with the constructivist paradigm through which 
the student researcher approached the interviews. Although the student researcher was 
interested in key informants’ individual experiences and worldviews when discussing PCJUC, 
the greater purpose of the key informant interviews was to examine the underlying structural 
conditions and system-level drivers that informed the key informants’ individual experiences, 
accounts, and perceptions of PCJUC – a typically ‘constructivist’ pursuit (Braun et al., 2006). 
The key informant interviews were semi-structured and are best described as a hybrid of the 
‘conceptual interviews’ and ‘narrative interviews’ (Kvale et al., 2009). ‘Conceptual interviews’ 
seek to gain insight into and make meaning of important concepts, including the relationships 
these concepts have with each other (Kvale et al., 2009). Seeing and understanding Singer’s 
dimensions – as well as additional concepts not covered by Singer’s framework – through the 
key informants’ eyes is central to Objective A. Furthermore, exploring how these concepts 
apply to the current health system, barriers to achieving PCJUC, and the key informants’ 
perception of the ‘ideal’ (or potential future) organisation and practice of the health system, 
were the focuses of Objectives A and B.   
‘Narrative interviews’ centre on people’s stories – be they personal or collective (Kvale et al., 
2009). Some key informants shared stories to illustrate their understanding of PCJUC concepts. 
Some of these stories were from their own experiences using MHS or working with MHS-
users. Other stories amounted to ‘telling a collective history’ – of patterns or histories 
experienced by groups of people, such as communities of MHS-users, or groups of service-
providers. These stories provided a richness to the data and gave context and insight into how 
and why the key informants understood the concepts in the way they did.  
2.2.2 Participants and Recruitment  
It was important to interview key informants from a range of backgrounds in the MHS field to 
support a broad understanding of the topic, given the complexities that surround people-
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centredness and joining-up care within and between services (Chapter 1). For example, key 
informants with a background in service provision could offer insights into operational aspects 
of joining-up care within and between services, whilst lived-experience advocates could share 
insights about people-centredness from the unique position of both having used MHS 
themselves, as well as supporting other MHS-users through their advocacy. Similarly, learning 
from key informants with expertise in Māori MHS – be that through lived-experience or as 
providers and/or advocates – was critical to understanding barriers to, and experiences of, 
PCJUC specific to Māori MHS-users. The guidance and learnings gained from a range of key 
informants were vital to the research project given the inequities faced specifically by Māori 
MHS-users, both in terms of the burden of illness (including co-morbidities), as well as access 
to health services.  
2.2.3 Inclusion criteria   
Donabedian described three aspects of the health system which should be considered when 
assessing its quality: structure, process, and outcomes (Donabedian, 1966). Key informants 
were sought who could address some, or all, of these aspects (Table 6). Those involved in MHS 
design/delivery can provide insight into the health system’s structures and processes, and those 
with experience working with MHS-users – in  mental health advocacy and/or in mental health 
and addictions policy – can  share knowledge relating to outcomes experienced by MHS-users.  
Table 6: Key informant inclusion criteria 
 
To address the research Aim and Objectives, it was also desirable for some key informants to 
have lived-experience of mental illness/distress, as lived-experience is a form of expertise that 
adds invaluable contextual insight into the experiences (and outcomes) of MHS-users (Byrne 
et al., 2013). However, lived-experience among all key informants was not a requirement for 
Eligible key informants needed to have experience working and/or volunteering in one (or 
more) of the following areas: 
• MHS design and/or delivery, 
• Working with MHS-users, either as a service-provider or as a consumer advocate/adviser,  
• Advocacy in the mental health field, 
• Mental health and addictions policy, 
• Are over 18 years of age, 
• Desirable (but not necessary) to have lived-experience of mental illness/distress. 
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eligibility. The focus group with current/recent MHS-users (Chapter 5) that followed the key 
informant interviews ensured that the draft PCJUC-Q was directly informed by lived-
experience.  
2.2.4 Recruitment strategy  
Key informants were recruited through a combination of purposive and snowball sampling 
methods. Purposive sampling involves carefully selecting key informants who are known to be 
particularly knowledgeable about a given subject, whilst snowball sampling involves asking 
existing key informants to assist in identifying other potential participants with relevant 
knowledge and skill sets (Palinkas et al., 2015).  
Potential key informants were first identified from the professional and community networks 
of the academic supervisory team and student researcher. These potential key informants were 
then asked to suggest – and if possible, provide an introduction to – additional suitable key 
informants. All potential key informants were initially contacted via email by either the student 
researcher or a member of the supervisory team. Upon confirmation of interest from 
prospective key informants, the student researcher shared more detailed information about the 
research (Appendix 1), before coordinating a time and place for the interview. 
2.2.5 The Interviews  
The time and location of the interviews were planned to suit the key informants. Interviews 
were possible at their workplace, via phone or videoconference, in a private room at the 
University of Otago, or at another venue of their choosing.  
Collecting consent  
All key informants provided written or emailed consent. The student researcher also verbally 
outlined the important points of the consent form (Appendix 1) at the beginning of each 
interview – with particular attention to confidentiality and anonymity. This ensured full and 
informed consent at the time of their interviews, especially relating to their consent to be named 
and to have their expertise described in the Results below.  
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Discussion topics  
An interview guide was developed; Table 7 presents the discussion topics. Using interview 
guides in semi-structured interviews provides some structure while allowing for spontaneity 
and fluidity in the discussion (Kvale et al., 2009).  
Each interview followed a similar structure, beginning with the student researcher giving what 
Kvale & Brinkmann (2009) call a ‘briefing’ – providing context about the research project, an 
overview of the purpose of the interview, and an outline of the discussion topics (Table 7). The 
student researcher explained the flexibility of the interview structure, and that key informants 
could discuss specific ideas in more detail, because generating depth in the discussion was 
more important that covering all topics in the interview guide.  
Table 7: Key informant interview guide in relation to Objectives A, B and C 
 
Interview topics addressing key informant interview Objective A: 
1. The Singer model: 
• The relevance and importance of each of the seven dimensions, in relation to developing a 
new PCJUC model for MHS-users in NZ 
• Contextual insight surrounding how each dimension is (or is not) operationalised in NZ 
• Any gaps and omissions in the framework that should be addressed in a new PCJUC model 
2. ‘The ideal’ PCJUC experience: 
• The features of an ideal experience of PCJUC within and between services for MHS-users, 
in relation to the development of a new PCJUC model for MHS-users in NZ 
Interview topics addressing key informant interview Objective B: 
3. Barriers: 
• Faced by MHS-users in accessing primary care, other (non-mental health) 
secondary/tertiary services, and/or social and community services 
• To achieving each of the Singer framework’s seven dimensions 
• Points in the care pathway where PCJUC breaks down 
Interview topics addressing key informant interview Objective C: 
4. Advice about the general scope and direction of the draft PCJUC-Q 
• Length, wording, and design of the questionnaire 
• Specific questions or topics that should be included  
• General feedback/advice 
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In the briefing, the conceptualisation of joined-up care was introduced (described in the key 
informant interviews as ‘integrated care’; see Chapter 1), with an adapted version of Singer’s 
framework used as a visual aid. As discussed in Chapter 1, one limitation of adapting Singer’s 
framework to a mental health context is the use of the term ‘patient’. Therefore, the term 
‘patient’ was replaced with ‘MHS-user’. Additionally, words such as ‘whānau’ were added. 
The student researcher emphasised that Singer’s framework – while a great starting point for 
considering PCJUC – had some limitations (discussed more fully in Chapter 7), and that 
identifying any relevant gaps in Singer’s framework, and generating ideas to improve it, was 
an important focus for the interview. After asking the key informants if they had any questions, 
the interview began and audio recording commenced.  
The student researcher loosely planned to move across each Singer dimension consecutively, 
taking time to briefly explain what each Singer dimension entails. The student researcher 
followed these descriptions up with broad introductory questions, such as “Could you tell me 
about how this practically works in your experience?”  
Facilitating this flexibility was crucial to generating rich and nuanced data, as it allowed key 
informants to draw connections between concepts and ideas. Additionally, not all key 
informants felt they could contribute to all discussion topics or had the time to discuss each 
topic in depth, and therefore concentrated the discussion around concepts they were most 
familiar with or interested in. Where necessary, the student researcher used follow-up and 
probing questioning techniques to assist the key informant to elaborate (Kvale et al., 2009).  
In between each interview, the student researcher examined the field notes taken from the 
interviews with previous key informants to identify these new ideas and topics relating to 
PCJUC, which expanded upon Singer’s framework. Then, towards the end of each subsequent 
interview, the student researcher discussed these new concepts with key informants to allow 
these ideas to be refined, challenged, explored and expanded upon. This enabled the student 
researcher to develop the in-depth understanding necessary to develop the new PCJUC model. 
At the conclusion of the interview, the student researcher initiated a ‘de-brief’, where the key 
informants were asked if they had any concluding questions or thoughts to add before the 
interview ended (Kvale et al., 2009). ‘De-briefing’ at the end of the interview provided the 
opportunity for reciprocity in the interview process, by inviting key informants to clarify any 
lines of discussion and/or contribute final feedback on the wider project and the interview itself 
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(Kvale et al., 2009). The key informants were then offered a koha (gift) consisting of a $30 
supermarket gift-card.  
2.2.6 Thematic analysis  
The audio recordings were used to ensure the field notes of each interview were accurate, and 
to identify relevant quotes from those who consented to the use of verbatim quotes. The audio 
recordings were not transcribed verbatim, as full transcription (in addition to the suite of other 
research activities undertaken in this thesis) was beyond the scope of a one year Master’s thesis.  
The six-steps of thematic analysis described by Braun and Clarke (2006) were followed to 
analyse the field notes. To become familiar with the data, the student researcher listened to the 
audio-recordings and added detail to the field notes where required (Braun et al., 2006). 
Singer’s dimensions were then used as initial codes against which the field notes were analysed 
(Braun et al., 2006). Where concepts emerged from the notes that did not fit within Singer 
dimension codes either because they were expansions of Singer’s dimensions or because they 
were new PCJUC concepts not captured within Singer’s dimensions, new codes were generated 
to reflect these concepts.  
The coded data from the field notes was then aggregated into a table. This allowed the student 
researcher to collate, analyse, and review the entire coded dataset, and identify themes that 
emerged from this aggregated data (Braun et al., 2006). These themes were analysed by the 
student researcher to generate a description of the key informants’ experiences, insights, and 
perceptions of PCJUC, which is presented in the results section of this chapter. Further analysis 
of the themes within the context of the literature enabled the student researcher to interpret and 
make meaning of the themes – including interpreting their relevance and implications for the 
development of a new PCJUC model (Braun et al., 2006). This is presented in the discussion 
section of this chapter. 
 Results: Key Informant Participants  
In this results section, key informants are identified and their backgrounds and expertise are 
described (with permission). Some key informants did not consent to be named but consented 
to their general expertise being described. One key informant did not wish to be named or have 
their expertise described.  
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Ten key informants were interviewed between July and September 2019, with two key 
informants (Anonymous Key Informants 2 and 3) participating in a single joint interview. After 
the first five interviews, the student researcher identified potential gaps in expertise among the 
first cohort of key informants, and aimed to recruit participants to help address these gaps. For 
example, the experience of key informants in the first wave of interviews included roles in 
advocacy, peer-support, research, and policy. However, constructing a complete picture of 
PCJUC required insight from people with experience in service design and delivery, MHS 
quality improvement, and the interface between health and social services. Five key informants 
with expertise in these areas were then recruited.  
The interviews lasted between 45-90 minutes. Four interviews were conducted in person, five 
via videoconference, and one by phone. All key informants were currently employed in the 
mental health and addictions sector in a range of roles, either for DHBs, government agencies, 
NGOs, or as a private consultant. Key informants were recruited from across NZ (four from 
the wider Wellington region, five from the Otago/Southland region, and one from the upper 
North Island), and had diverse professional and personal backgrounds. Five key informants 
self-identified as having lived-experience of mental illness/distress; three were Māori, and one 
was a Pacific person. Four key informants had previously worked in a health professional role, 
and six were currently employed by a MHS provider (Table 8).  
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Table 8: Key informants’ background and expertise3 
Johnnie Potiki  
Johnnie is a consumer advisor to the Mental Health and Addictions Team at the Southern DHB 
(SDHB). In this role, Johnnie facilitates consumer input into the planning and delivery of mental health 
and addictions services at SDHB. Johnnie’s work is informed by his own experience of mental 
distress and recovery. He has served as the Māori co-chair of the National Association of Mental 
Health Consumer Advisors (NAMSCHA) and is a member of the Health Quality and Safety 
Commission (HQSC) Māori advisory group.  
Dr Janet Peters  
Janet is a Registered Psychologist with extensive experience in research and change leadership in 
the mental health sector. A key focus of her work surrounds child and adolescent psychology, 
particularly in the area of adverse childhood experiences and trauma informed care. Janet is currently 
the New Zealand liaison for the International Initiative for Mental Health Leadership (IIMHL), which 
is an international network of professionals who work and innovate within the mental health sector. 
She has been involved in numerous research publications with organisations such as Te Pou o te 
Whakaaro Nui, a leader in Mental Health and Addictions workforce development in New Zealand, as 
well as advising organisations like the Health Promotion Agency. 
Dr Maria Baker  
Maria is the CEO of Te Rau Ora (formerly Te Rau Matatini), which is the leading Māori Health and 
Wellbeing organisation in Aotearoa New Zealand. Te Rau Ora delivers a range of local and national 
programmes designed to strengthen the health and wellbeing of Māori communities, with a particular 
focus on mental health and addictions. Their work is wide-ranging and includes workforce education 
and training, research and evaluation, and system change initiatives. Additionally, Maria’s prior 
experience as a Registered Nurse gives her insight into the clinical perspective surrounding 
integration and people-centredness, and a rich understanding of how the wider health system 
operates.  
Martin Burke  
Martin has extensive experience as a consumer adviser for regional and national-level organisations, 
including the SDHB, Canterbury DHB, and the HQSC. Martin currently works as a National Consumer 
Advisor within the Addictions, Supportive Accommodation, Reintegration and Palliative Care 
Services team at the Salvation Army, as well as a Clinical Lecturer within the Department of 
Psychological Medicine at the University of Otago’s Christchurch School of Medicine. Martin’s work 
is informed by his own experience of mental distress and addiction, and his sustained recovery.  
Mary O’Hagan  
Mary O’Hagan was a key initiator of the psychiatric survivor movement in New Zealand in the late 
1980s. She was the first chairperson of the World Network of Users and Survivors of Psychiatry 
between 1991 and 1995, and has been an advisor to the United Nations and the World Health 
Organization. Mary was a full-time Mental Health Commissioner in New Zealand between 2000 and 
2007. Mary is the director of the international social enterprise PeerZone, which provides peer 
support and resources for people with mental distress. She has written an award-winning memoir 
called ‘Madness Made Me’. Mary was made a Member of the New Zealand Order of Merit in 2015, 
and was awarded the Wellington Gold Awards New Thinking Award in 2017. She currently leads 
New Zealand’s ‘Like Minds, Like Mine’ programme to counter prejudice and discrimination against 
people with mental distress. All Mary’s work has been driven by her quest for social justice for one 
of the most marginalised groups in our communities. 
 
3 The key informants that have been identified and/or had their expertise described provided consent to do so 
(see item 9 of the Key Informant Interview Consent Form, Appendix 1).  
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Shaun McNeil  
Shaun currently serves as the National Consumer Engagement advisor for the Mental Health and 
Addictions Quality Improvement team at the HQSC. His work at the HQSC has included the ‘Zero 
Seclusion: Towards eliminating seclusion by 2020’ and ‘Connecting Care: Improving service 
transitions’ projects. In0 his role he facilitates consumer engagement and co-design of these projects. 
Shaun’s work is informed by his dual experience as both a mental health nurse and a MHS-user. 
Prior to his work at the HQSC, Shaun worked extensively in mental health NGO, advocacy and policy 
fields in both NZ and Scotland. 
Anonymous Key Informant 1 (AKI 1)   
This key informant wished to remain anonymous but was willing for their general expertise to be 
described in this thesis. They have a background in organisational leadership and are the head of a 
Māori health service. This health service provides low-cost medical care for the community, including 
mental health and addictions services, and works with Whānau Ora to provide a wide range of 
additional social and community services. This key informant did not give permission to be quoted 
directly.  
Anonymous Key Informant 2 (AKI 2) and Anonymous Key Informant 3 (AKI 3)  
AKI 2 and AKI 3 participated in a joint interview and both wished to remain anonymous. They gave 
permission for their general expertise to be described in this thesis. AKI 2 has a background working 
with MHS-users experiencing mental distress and/or addiction, and AKI 3 has a background in 
medicine and youth development. They did not give permission to be quoted directly.  
Anonymous Key Informant 4 (AKI 4)  
AKI 4 wished to remain anonymous and did not give permission for their general expertise to be 
described in this thesis. They were recruited after the student researcher contacted the mental health 
service they are employed by. This key informant did not give permission to be quoted directly.  
 
2.4 Results: Singer’s framework and key informant 
interviews 
In this results section, findings from the interviews that relate to Singer’s framework are 
presented under the corresponding Singer dimension headings (Table 9). The key informant 
interviews also generated ideas that expanded upon the Singer dimensions. Where appropriate, 
these expanded ideas are presented and contextualised under the relevant Singer dimension 
headings. Quotes from key informants relating to each Singer dimension or expanded idea have 
been numbered and aggregated into tables at the beginning of each section. Where quotes are 
used to illustrate concepts discussed by the key informants, the quote and table number are 
referenced (e.g. quote 1, table 10).  
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Table 9: Singer framework dimensions 
 
2.4.1 Coordination within care team (Singer Dimension 1) 
Singer dimension 1 describes care that is “consistent with and informed by the care delivered 
by other team members [i.e. from the same care team]” (Singer et al., 2011) (p119). All key 
informants felt coordination within the care team was an important aspect of integration. One 
key informant described coordination within a care team as “everyone being on the same 
page”. However, opinions differed about the degree to which coordination within a care team 
actually occurs. Some key informants felt this happens to a satisfactory degree, suggesting that 
coordination across care teams (Singer Dimension 2) is an area of greater concern. AKI 4 felt 
that various operational pressures – particularly overloaded systems with little time between 
scheduled appointments – leaves care team members without the time to share or access 
people’s notes prior to interacting with them.  
Coordination within care teams is highly variable 
Most key informants suggested that the extent to which care is coordinated within a care team 
depends on the processes and protocols the service has in place. For example, all key 
informants acknowledged that all primary care practices will have software allowing notes to 
be shared between members of the care team, however, the degree to which these notes are 
accessed and updated by different care team members varies and is subject to time pressures. 
Key informants with a background in service provision tended to have a more positive view of 
the success of within team coordination, whilst those with lived-experience of mental 
illness/distress tended to share experiences of poor coordination within teams.  
Singer framework dimensions 
Singer dimension 1 Coordination within care teams 
Singer dimension 2 Coordination between care teams 
Singer dimension 3 Coordination between care teams and community resources 
Singer dimension 4 Continuous familiarity with the person over time 
Singer dimension 5 Continuous proactive and responsive action between visits 
Singer dimension 6 People-centred care 




In general, the key informants identified that in situations where coordination within a care 
team is poor, MHS-users’ quality of care is compromised. From a MHS-user perspective, this 
could be experienced as having to repeat medical history and personal information to different 
staff members, or having to explain their reasons for seeking care to multiple care team 
members within the same visit.  
 
2.4.2 Coordination between care teams (Singer dimension 2) 
Singer dimension 2 relates to care that is “consistent with and informed by the care delivered 
by other care teams” (Singer et al., 2011) (p119). Whilst all key informants felt that 
coordination between care teams is an important aspect of PCJUC, they overwhelmingly 
reported coordination across care teams as inconsistent, particularly with respect to information 
sharing between primary care (GP) teams and secondary MHS. Overall, there was a general 
sense among the key informants that information sharing between care teams is poor. 
Poor communication between care teams can lead to poor outcomes  
Some key informants described situations where a person was engaged with a community 
mental health team (outpatient secondary mental health service) and had specific medication 
and care plans in place. When that person was admitted to an inpatient psychiatric unit, the 
inpatient mental health team could change their plans without consulting the community mental 
health team. Then, the person was discharged back into the care of the community mental 
health team, who were then responsible for supporting the person and their altered plans, which 
they had no knowledge of, or input into. These key informants described this scenario as 
commonplace, resulting in inconsistent and disruptive care for MHS-users. Sometimes, the 
outcomes of poor coordination can be severe (Table 10 quote 1). 
AKI 4 felt that the degree to which MHS-users’ care is coordinated between services is always 
dependent on which services they are engaged with, as information sharing processes and 
referral pathways can be highly variable between different services.  
Key aspects of coordination within care team (Singer dimension 1):  
• Information sharing (both clinician information and MHS-users’ goals and aspirations for 




Table 10: Coordination between care teams (Singer dimension 2) key informant quotes  
 
Coordination between services requires time and resources 
Taken collectively, key informants’ suggested that poor coordination stems from services 
having limited time and resources to update and share information. Resourcing issues were 
identified as a critical barrier to effective referrals between services by a majority of the key 
informants. AKI 1 said that a large number of people their NGO refers to ‘crisis’ MHS are 
turned away due to over-crowding – something that undermines efforts to coordinate care 
between NGOs and secondary MHS. This key informant also suggested that attitudes among 
staff to coordination processes could be an issue, having experienced what they perceived to 
be reluctance from secondary MHS staff to share MHS-users’ care information with the NGO.  
In addition to the clinical information sharing aspect of coordination between care teams, AKI 
1 discussed difficulties in achieving cross-service coordination of goals for MHS-users and 
their whānau, because of the ‘siloed’ nature of services. They explained that, in addition to 
sharing medical records and decisions about care, it is important that different teams also share 
an understanding of the goals and aspirations for wellbeing held by the MHS-user and their 
Quote number Coordination between care teams (Singer dimension 2) key 
informant quotes 
1 
“Where the more serious outcomes occur, generally speaking, it’s related to 
a breakdown of either the exchange of information or a breakdown of 
communication [between services], and that also relates to where there are 
the greatest number of complaints from either consumers or family/whānau 
members.”  
[Shaun McNeil]  
2 
“That’s always been one of the things that we’ve tried to get here [at the 
DHB] that we’ve never been able to get… that [a person’s] psychiatrist stays 
the same no matter where they are [receiving care]… the same thing applies 
with the social worker and the nurse within the community team… that is 
probably the biggest issue with coordinated care between services, is the 
inconsistency of the staff working with the person.” 




whānau; being “on the same page” about recovery and wellbeing goals is critical to providing 
consistent and comprehensive support.  
Breaking down silos and sharing personnel  
Johnnie Potiki identified the coordination of personnel as an opportunity to improve 
coordination and break down silos. He suggested that if someone becomes acutely mentally 
unwell and is admitted to an inpatient psychiatric unit, having protocols and processes in place 
allowing their usual community-based care team members to be involved in their care on the 
ward would facilitate better people-centred care (Table 10 quote 2).  
By bringing the person’s usual care team members – who have  existing relationships with the 
person and in-depth understanding of their history, preferences, goals, and needs – into the 
inpatient unit’s care team, barriers surrounding continuity of information between services and 
building a therapeutic relationship could be minimised.  
AKI 1 reflected on the importance of services having a shared understanding of each other’s 
roles and responsibilities when supporting MHS-users and their whānau. AKI 1 said a role that 
connects services is missing from the system – someone that has an in-depth understanding of 
the person, their history, treatment plans, and goals. The role would also involve facilitating 
the transfer of this information between services, as well as tracking the person’s engagement 
with various providers in order to provide clarity about the roles and responsibilities that 
different services have in supporting that person.  
Many key informants discussed the ramifications of ‘siloed’ disconnected services. They 
explained that a barrier to achieving both organisational and staff-level integration between 
services is the nature of funding streams within the health system. Services are funded to 
employ certain staff and provide certain services. Moving staff across services, and having 
flexibility about the range of support staff members can offer, will likely fall outside the remit 




2.4.3 Coordinated between care teams and community resources 
(Singer dimension 3) 
Singer’s dimension 3 is care that is coordinated “between patient care teams and support 
available through home and community resources” (Singer et al., 2011) (p119), and includes 
providers’ knowledge of,  and ability to assist MHS-users in accessing, support services such 
as income, housing, and education support services.  
All key informants agreed that better coordination between health and social/community 
services would improve the quality of support MHS-users and their whānau recieve, and the 
majority identified a lack of robust linkages between services as a major barrier to effective 
coordination between care teams and community resources. Two main points in a person’s 
transition between health and social/community services arose as the key moments where the 
process may fall down: 1) identifying which social/community services a person might 
benefit from, and 2) connecting the person with those services. 
Identifying which social/community services a person might benefit from 
The first step in coordinating between care teams and community resources was reported to be 
identifying which community resources a person would benefit from. According to some key 
informants, few health care professionals discuss this with MHS-users. They explained that 
while some health care professionals, especially GPs who have a more generalised scope of 
practice, may ask someone experiencing mental illness/distress about their other (non-mental 
health-related) health needs, most health professionals are much less likely to ask a person 
about their housing, income, education, or other non-health related needs. Such discussion is a 
necessary precursor to facilitating the pathway to appropriate community resources for MHS-
users.  
Key aspects of coordination between care teams (Singer dimension 2):  
• Information sharing (both clinical information and MHS-users’ goals and aspirations for 
wellbeing) between services (e.g. between a GP clinic and secondary MHS), 
• Referral processes between services (e.g. from a GP clinic to a secondary MHS), 
• Personnel/staff sharing between care teams (e.g. a psychiatrist from a community-based 
MHS continuing to support a person if they are admitted to an inpatient MHS). 
• Effective coordination between care teams is constrained by funding configurations. 
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Table 11: Coordination between care teams and community resources (Singer dimension 3) 
key informant quotes  
 
Furthermore, some key informants felt that knowledge among health care professionals about 
the range of social/community resources available is sparse, with knowledge about how to 
connect a person with those resources even more so. These key informants suggested that 
health care professionals have a clinical focus when it comes to supporting people’s recovery 
and therefore tend to lack insight into how the broader holistic wellbeing of the person could 
be supported, and which resources are available in these spaces. The key informants felt that 
an important and underdeveloped aspect of coordination between care teams and community 
resources is broadening the scope of what resources are viewed as potentially beneficial in a 
person’s recovery, to include resources and services that support holistic wellbeing. The 
importance of having a holistic view of wellbeing as an aspect of people-centred care is 
discussed more fully in section 2.4.13.   
Connecting the person with those services   
After identifying the community resources that the person would like to connect with, the key 
informants identified the next step towards integration as connecting the person to those 
resources. A recurring theme in the discussions with key informants was the importance of 
having well established linkages, processes, and policies in place to faciliate MHS-users’ 
transitions between health and social/community services (Table 11 quote 3). 
Quote number Coordination between care teams and community resources 
(Singer dimension 3) key informant quotes 
3 
“Even if we create the services out there to address [MHS-users’] needs, 
there still needs to be that connectivity and that integration [between those 
services], so that the people that need the services are being connected with 
the services that can potentially meet their needs.”  
[Shaun McNeil]   
4 
“Without structural reforms it can be very difficult and very ‘hit and miss’, and 
it relies on good people rather than good structures – and you can’t always 
rely on good people.”  




In the current system, there is no overarching system to faciliate coordination between health 
and social/community services, and therefore developing such infrastructure was identified as 
a core focus for any efforts to improve integration between health and social/communtiy 
services (Table 11 quote 4).   
 
2.4.4 Continuous familiarity with the person over time (Singer 
dimension 4) 
Singer dimension 4 relates to health care professionals being “continuously familiar with the 
patient’s medical history… [including] familiarity with care he or she and others have 
provided to the patient in the past” (Singer et al., 2011) (p119). It can be somewhat difficult to 
separate Singer dimension 4 from dimensions 1-3, as all four involve aspects of information 
sharing within or between services. The conceptual distinction made and maintained in this 
project is that dimensions 1-3 concern information sharing processes within or between 
services, whilst dimension 4 concerns the extent to which a health care professional is familiar 
with a person’s medical history. The former relates to systems and processes of information 
sharing, whilst the latter relates to the interpersonal relationship between the health care 
professional and the MHS-user, and the familiarity that exists between them. 
Continuity of staff 
Two key informants (Johnnie Potiki and Mary O’Hagan) discussed the importance of having a 
broad understanding of who the central figure of continuous familiarity should be. Mary 
O’Hagan expressed doubt that every health professional from every service involved 
someone’s care can establish and maintain continuous familiarity with the person over time. 
Instead, she considered that the central relationship where continuous familiarity with the 
person should be located is with a peer-support worker and/or navigator, rather than with a 
clinician (Table 12 quote 5).  
Key aspects of coordination between care teams and community resources (Singer 
dimension 3):  
• Information sharing (both clinical information and MHS-users’ goals and aspirations for 
wellbeing) between care teams and community services (e.g. between secondary MHS and 
social services, with the permission of the MHS-user), 
• Referral processes between care teams and community resources (e.g. from a GP clinic to 




Table 12: Continuous familiarity with the person over time (Singer dimension 4) key 
informant quotes  
 
Building a relationship with the MHS-user is central to the practice of peer-support workers 
and navigators, and this relationship was identified as providing a safe space to hold and 
contextualise this information based on a more people-centred (and less clinically-oriented) 
understanding of who the person is.   
Continuity of staff and the therapeutic relationship 
Johnnie Potiki believed that the central point of familiarity should be with the person’s usual 
care team members, including their usual GP, community mental health worker, and social 
worker. He suggested that, given these care team members have an existing relationship with 
the person and work with them regularly, they should follow the person throughout their care 
transitions to provide support, regardless of which setting the person is in. For example, he 
suggested that if a person becomes acutely unwell and is admitted to the psychiatric inpatient 
unit, their usual care team members should visit the ward and continue to provide support, as 
discussed in section 2.4.3.  
Both Mary O’Hagan and Johnnie Potiki were clear that relationship building between MHS-
users and providers is foundational to the concept of continuous familiarity over time. Be it 
between MHS-users and peer-support workers or navigators, or between MHS-users and 
members of their main care teams, the key informants described trusting relationships as central 
to the concept of continuous familiarity with the person over time. These relationships – their 
nature, functions, and importance – are discussed more fully later in this chapter in section 
2.4.14. 
Quote number Continuous familiarity with the person over time (Singer 
dimension 4) key informant quotes 
5 
“There is no benefit in doctors being at the centre of the services for people 
experiencing mental distress. Sometimes what they have to offer doesn’t 
help them [service users] – sometimes it harms them. And sometimes it does 
help them, and sometimes it makes no difference.”  





2.4.5 Expanded concept: What information is shared, and with whom  
There are various aspects of information sharing in Singer’s framework relating to information 
sharing processes within and between services (Singer dimensions 1-3), and whether or not 
health professionals are familiar with important information (Singer dimension 4). However, 
as the key informants reflected upon the broader role of ‘information’ in PCJUC, an expanded 
concept emerged surrounding what kind of information is shared, and who it is shared with. 
In this respect, the crucial idea that the majority of key informants discussed was upholding 
MHS-users’ agency and self-determination in determining which of their medical and personal 
information is shared, and who has access to it (Table 13.quote 6). 
Key aspects of continuous familiarity with the person over time (Singer dimension 4):  
• Staff within and between services having consistent understanding of MHS-users’ important 
information, 
• Continuity of staff within services (e.g. seeing the same GP at each visit), and between 
services (e.g. seeing the same psychologist in the community and in inpatient units). 
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Table 13: Expanded concept: What information is shared, and with whom key informant 
quotes  
 
Information sharing and concerns about stigma and discrimination 
The importance of promoting and upholding MHS-users’ agency and self-determination is 
discussed in more depth later in section 2.4.8: In addition to upholding MHS-users’ agency and 
self-determination, MHS-user led information sharing is an important mediator of stigma and 
discrimination MHS-users may experience because of their mental illness diagnosis. Some key 
informants said that MHS-users could be justifiably concerned that if for example, their 
oncologist or cardiologist was aware of their mental illness diagnosis, as they might be treated 
dismissively and could receive poorer quality care. Mary O’Hagan described this attitude as a 
systemic issue (Table 13 quote 7). 
Single electronic health records – a facilitator of information sharing that upholds self-
determination 
An example of MHS-user controlled information sharing suggested by Martin Burke was the 
idea of a single electronic health record, which would act as a single source for a person’s 
health (mental and physical) information. Processes would be in place that allow every service 
Quote number Expanded concept: What information is shared, and with 
whom key informant quotes 
6 
“Who owns the data?... Wouldn’t that be interesting, if there were families 
that said, ‘Look – we’re happy for [these different agencies] to work with us, 
however, we will determine how our files are shared, what [service-providers] 
write in them, and how they are [used in] conversations and planning for 
solutions going forward.’ I mean that would be a totally different power shift.” 
[Maria Baker]  
7 
“Some of it honestly comes down to [the fact that] we don’t value the lives of 
people with serious mental illness as much as other people. So we’re not 
going to go to such efforts to make sure they live a long life, I mean I think 
there’s an underlying pessimistic belief about people [with serious mental 
illness] that pervades some of this lack of integration.”  




a person is engaged with to access this record, with permission of the MHS-user. The MHS-
user could determine which services have access to the record, and which parts of the record 
professionals in different services can view – for example, if the person did not want their 
cardiologist to access their mental health information, the mental health information in the 
record would not be shared with the cardiologist. Not only does this empower MHS-users by 
restoring their sovereignty over their own information, it also alleviates the privacy concerns 
that often stifle attempts to establish information sharing processes between services. 
Additionally, it recognises that MHS-users may fear stigma and discrimination from some 
providers because of their mental illness, and provides a way for MHS-users to avoid this – 
either permanently, or until they trust the provider, at which point they could choose to allow 
the provider full access to their information.  
 
2.4.6 Continuous proactive and responsive action between visits 
(Singer dimension 5) 
Singer dimension 5 has two components: 1) “Care team members reach out and respond to 
patients between visits” (Singer et al., 2011) (p120), and 2) “patients can access care and 
information 24/7” (Singer et al., 2011) (p120).  
Key aspects of information sharing: what information is shared, and with whom (expanded 
concept):  
• Data sovereignty and agency over which services have access to MHS-users’ information 
(clinical information, personal information, and goals/aspirations for wellbeing). 
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Table 14: Continuous proactive and responsive action between visits (Singer dimension 5) 
and Expanded concept: Access key informant quotes  
 
Care team members proactively reach out and respond to MHS-users questions and 
concerns between visits 
Key informants agreed that proactivity among service-providers is a positive thing, and that in 
some instances, contacting MHS-users to ‘check in’ could be a welcome and helpful step in 
building a therapeutic relationship. However, some key informants stressed that this proactivity 
could equally be viewed by MHS-users as intrusive. They explained a person will have 
different preferences and need for proactive engagement from providers at different points 
throughout their recovery, and therefore the key to effective proactive action is to be flexible 
and responsive to MHS-users changing preferences (Table 14 quote 8). 
Quote number Continuous proactive and responsive action between visits 
(Singer dimension 5)  and Expanded concept: Access key 
informant quotes 
8 




“The subtext for them [the gatekeepers of the mental health system] is ‘keep 
as many people out of the system as possible’, because the system is so 
overloaded. So how can you get integrated care… when you have so many 
blockages… where the pressures are so great that [MHS-users] can’t enter 
[the system] unless [sectioned under the] Mental Health Act.” 
[Mary O’Hagan] 
10 
“The centre should be some sort of community-driven, cross-sectoral 
arrangement… The simplest [way] probably is having a bunch of people 
under the same roof.” 




Care and information that are accessible 24/7 
Overall, key informants agreed that ensuring services are accessible and responsive to MHS-
users between scheduled appointments and outside ‘office hours’ is an important aspect of 
quality care. Limited availability of ‘out of hours’ services was also identified by many key 
informants as an important barrier to accessing care. The lack of support available to people 
experiencing distress overnight and during the weekends was seen as a particularly concerning 
gap in service provision. Johnnie Potiki explained this was a particular issue for Māori MHS-
users in his region, as insufficient funding has resulted in Māori MHS only operating during 
business hours, where they were once available 24-hours a day seven days a week.  
It was clear that any notion of improving coordination, communication or people-centredness 
is void without addressing the numerous barriers that prevent people who experience mental 
illness from accessing the support they need in the first place. Singer’s framework recognises 
‘access’ as a component of PCJUC, however, the key informants expanded upon this definition 
to identify four additional barriers to access: 
• Cost 
• Criteria for accessing services 
• Long wait times, and 
• Accessibility of services: location, transport, time. 
 
2.4.7 Expanded Concept: Access  
Cost 
Cost was identified by all key informants as a fundamental barrier for people experiencing 
mental illness to access any service, be it a a community-based psychologist, a GP, or getting 
actively involved in other organisations or activities that support their wellbeing, such as the 
dentist or joining community groups. Prohibitive costs relate mostly to community-based 
private MHS, such as accessing private talk therapy and/or psychological services, and other 
health services that require either co-payment or full payment. Secondary public MHS and 
Key aspects of continuous proactive and responsive action between visits (Singer 
dimension 5):  
• Proactive reach-outs from services to MHS-users in-between appointments 
• Access to services and support 24/7 
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some NGO MHS do not require payment (e.g. psychiatric nurse community consultations), 
however, many people experiencing mental illness/distress would prefer to receive support 
from a range of providers that are not free to access.  
Criteria for accessing services 
Many key informants identified strict and inflexible criteria for engaging with services as a 
substantial systemic barrier to accessing services. Mary O’Hagan described a situation in 
which, as a person moves along the continuum of ‘well’ to ‘unwell’, there are structural barriers 
to accessing the range of things that support their wellbeing. She described this as “doors 
shutting behind them”. For example, once someone is formally admitted to inpatient secondary 
MHS, they tend to no longer qualify for, or have access to, community-based services such as 
peer-support or a community-based counselling. The perceived cause of such restrictive criteria 
among the key informants was vague, but a lack of funding – resulting in the need to restrict 
the number of people accessing the service – was offered as one potential driver.  
Long wait-times 
The wait times experienced by people experiencing mental illness/distress and/or addiction was 
identified by almost all key informants as a significant barrier to accessing care. Long wait-
times are commonplace across all services – from community-based MHS, to secondary MHS, 
as well as primary care services. Mary O’Hagan suggested that oftentimes, the only way to 
access timely mental health care is to be directly admitted to inpatient secondary MHS (Table 
14 quote 9).  
AKI 1 described a similar situation, explaining that oftentimes, the service they work for must 
call the police to escort an acutely unwell person to secondary MHS, because without the police 
presence, people are turned away due to overcrowding and lengthy wait times. Long wait times 
are a particular issue when it comes to accessing addiction services, especially residential 
treatment services. Numerous key informants recalled stories where a person experiencing 
addiction had reached the point of seeking sobriety and had asked for help from services, only 
to regress while waiting for a consultation.  
Accessibility of services: location, transport, time 
The general accessibility of MHS and other health and social services was widely accepted by 
key informants as a barrier to accessing the full range of support a person may require. 
Engaging with services located far from where a person lives and/or works incurs both a 
44 
 
transport cost and an opportunity cost – this is compounded if the person requires multiple 
appointments at multiple services located in different places. Co-locating services in a 
wellbeing hub-type model was viewed favourably by some of the key informants, not only as 
a way to remove these accessibility barriers, but as a model that accommodates integrated 
people-centred approaches to care (Table 14 quote 10). 
When discussing information sharing practices between separate providers, Janet Peters 
expressed her belief that establishing truly integrated information sharing was unlikely to be 
possible due to privacy concerns, unless providers “shared a roof”. Co-locating services could 
not only improve access to services, but also facilitate the integration of these services.   
 
2.4.8 People-centredness (Singer dimensions 6 & 7) 
Singer’s final two dimensions, dimension 6 “providers consider the needs, preferences, values 
and capabilities of the patient, family members, and other care givers” (Singer et al., 2011) 
(p121), and dimension 7, “…the patient, family members, and other caregivers are informed 
and engaged by providers in making health care decisions, providing care, maintaining health, 
and managing financial resources” (Singer et al., 2011) (p121). Singer dimensions 6 and 7 are 
both included under a ‘patient-centred’ umbrella in Singer’s framework. For the purposes of 
this Chapter (and as a consequence of feedback from key informants), Singer dimensions 6 and 
7 are both referred to as being under a ‘people-centred’ conceptual umbrella. Furthermore, 
while discussing the people-centred concepts of Singer dimensions 6 and 7 with the key 
informants, it became clear that within a mental health context, these two dimensions are 
interrelated and inseparable. They are therefore presented collectively below.  
The key informants also identified concepts relating to people-centredness that were not 
previously included in Singer’s framework. Some of these are expansions upon aspects of 
Singer dimensions 6 or 7 and are therefore presented under the corresponding dimension. For 
example, Singer discussed aspects of self-determination and active partnership, specifically 
Key aspects of Access (expanded concept):  
• The cost of MHS and other services that support wellbeing (e.g. GPs, physiotherapists, 
dentists), 
• Criteria for accessing services 
• Long wait times 
• The accessibility of services (location, transport, time) 
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relating to shared decision-making. The key informants broadened the scope of this idea by 
discussing the potential for MHS-user controlled funding and active participation of MHS-
users and family/whānau in multi-disciplinary team meetings (MDT meetings) as critical areas 
for self-determination and active partnership. These new concepts are therefore presented 
under the ‘self-determination and active partnership’ theme as expanded concepts. Other 
‘expanded concepts’ identified by the key informants include: 
• Cultural responsiveness, 
• De-centralising services in order to re-centralise people, 
• Building capabilities, 
• Using strengths-based approaches, 
• Support for holistic wellbeing, and  
• Developing therapeutic relationships. 
Self-determination and active partnership 
Self-determination and active partnership were described by most key informants as MHS-
users having choice about their care, and being involved as active and equal partners in making 
decisions about their care. Many key informants discussed self-determination and active 
partnership (Singer dimension 7) as inseparable from the notion of ensuring services are 
people-centred (Singer dimension 6), as they suggested that services cannot be people-centred 
if the people at the centre (MHS-users) have no agency or power. Ultimately, the key 
informants viewed self-determination and active partnership in decision-making as a tool for 




Table 15: Self-determination and active partnership key informant quotes  
 
Key informants identified the following critical areas for choice and active partnership in 
decision-making:  
• Choice around the type of support a person feels they would benefit from in their recovery,  
• Choice around where they would like their support to be provided (for example, within an 
inpatient setting, outpatient setting, community setting, or at home), and 
• Choice around when they would like to access the support. 
Many described situations in which MHS-users were afforded limited options surrounding the 
nature, location, and availability of services, which do not necessarily fit with the person’s 
preferences, goals and aspirations for recovery, cultural beliefs and practices, or life 
circumstances. These key informants were not advocating for MHS-users to be completely left 
alone to make decisions relating to their care, but rather that, in order for services to be truly 
people-centred, they must support MHS-users in making decisions rather than making 
decisions for them. Johnnie Potiki described this concept as encouraging “supported decision-
making versus substituted decision-making” (Table 15 quote 12). 
Quote 
number 
Self-determination and active partnership key informant quotes 
11 
“A human rights perspective says that integrated care should be the norm.” 
[Martin Burke]  
12 
“They should allow people to take their power… create an empowering environment 
and allow people to take the power… that’s probably one of the key things around 
MHS-user-centeredness… allowing people to really be involved in making decisions.”  
[Johnnie Potiki]  
13 
“If you’re talking about person-centred care, you’re probably actually talking about the 





Expanded concept: Self-determination and active partnership – control over funding  
A facet of self-determination that goes beyond the Singer framework description was raised by 
Johnnie Potiki, and addressed MHS-users having control over how their mental health funding 
is spent. He explained that because of the way our public health system is organised, mental 
health funding is pooled and distributed to various providers, with the highest proportion of 
mental health funding spent on inpatient MHS. From his perspective, this results in inevitable 
funding shortages for community based MHS, who generally struggle to meet the demand for 
their support. Johnnie believed that if a person was allocated a specific amount of funding to 
support their recovery, and they were able to decide how that funding is spent, issues 
surrounding access to over-run and under-funding community MHS would be addressed (Table 
15 quote 13).  
Currently, only MHS-users with high and complex, ongoing needs are allocated individualised 
funding (Te Pou o Te Whakaaro Nui, 2014). Anecdotally, Johnnie Potiki believed that when 
people are granted individualised funding, their health and wellbeing improves drastically 
because they are able to ‘purchase’, or select, services that work for them. He also noticed that, 
in cases where that individualised funding was removed, the people’s wellbeing deteriorated 
and they may became re-engaged with inpatient MHS. Accordingly, giving people the agency 
to allocate their mental health funding was viewed as a way to operationalise people-
centredness. 
Expanded concept: Self-determination and active partnership – multi-disciplinary team 
meetings  
Another expanded facet of self-determination and active partnership identified by some key 
informants involved ensuring MHS-users/whānau have the opportunity to join and participate 
in MDT meetings. This was seen as a clear starting point for implementing structural changes 
to facilitate self-determination and active partnership in decision-making. In MDT meetings, 
health professionals from across different care teams (and sometimes social services) meet 
together to discuss and make changes to the MHS-users care plan – accordingly, MDT 
meetings are an excellent example of Singer dimensions 1-3. That being said, these key 
informants said it is rare in their experience for MHS-users to be included in MDT meetings. 
The MDT meetings are therefore an opportunity for health professionals to coordinate, 




Table 16: Expanded concept: Self-determination and active partnership – multi-disciplinary 
team meetings key informant quotes  
 
Key informants explained that participating in MDT meetings creates the opportunity for 
MHS-users/whānau to advocate for themselves, which can be an inherently empowering 
process (Table 16 quote 16).  
Johnnie Potiki made it clear that, whilst MHS-user/whānau participation is an important step 
in improving the people-centredness of services, their participation must be guided and 
Quote 
number 
Expanded concept: Self-determination and active partnership – 
multi-disciplinary team meetings key informant quotes 
14 
“What happens at the moment is the decision is made, and then the individual is 
consulted and told about the decision… and therefore it’s a lot harder for the 
individual to have the confidence to challenge a decision… or to even articulate [their] 
wishes and desires so that they can at least be considered.”  
[Shaun McNeil]  
15 
“A person had all of these decisions made about them, without them, and they [the 
decisions] were things that the person did not want. So naturally, there’s going to be a 
complaint about that.” 
[Johnnie Potiki]  
16 
“It absolutely should be done, and I would definitely be advocating that either the 
individual themselves, or a representative of the individual, should be in the room at 
the time decisions are made.”  
[Shaun McNeil] 
17 
“If a person was to go into a MDT, it would probably be best that they were not set up 
to fail, but that they were actually set up to be successful – I think that’s important, 
that a really good structure and framework around involving people in that decision-





facilitated appropriately. Many MHS-users/whānau may not be able to advocate for themselves 
confidently and effectively, and therefore putting them in such a position alone and 
unsupported could be counter-productive. As such, it is important that any steps to include 
MHS-users/whānau in MDT meetings involve establishing robust support structures that 
facilitate their participation (Table 16 quote 17).  
 
2.4.9 Expanded concept: Cultural responsiveness 
All key informants identified that respecting and responding to MHS-users cultural beliefs and 
practices is a central component of people-centred care. Whilst Singer’s framework discusses 
MHS-users needs, values, and preferences, it does not explicity mention the importance of 
cultural responsiveness. All key informants said that culturally appropriate care is a critical 
aspect of people-centredness, as indeed many MHS-users have needs, values and preferences 
that are linked to their culture. Collectively, key informants identified the following three core 
areas of cultural responsiveness: 1) discussing and respecting the MHS-user’s cultural 
values and beliefs; 2) providing culturally responsive services and support; and 3) 
developing a culturally and ethnically diverse workforce.  
Discussing and respecting MHS-users’ cultural values and beliefs 
The importance of health care professionals having a conversation with MHS-users and their 
whānau about their cultural values, beliefs (e.g. spirituality), practices, and preferences was 
discussed by some key informants as a crucial first step in providing culturally responsive care. 
Cultural responsiveness builds an understanding who the MHS-user is as a whole person, rather 
than viewing them through the two-dimensional and limited lens of their mental health 
diagnosis alone. Furthermore, these conversations would provide the information that service-
providers require to co-create plans with the MHS-user/whānau that respond to and take 
account of their values, beliefs, practices, and preferences.  
Key aspects of self-determination and active partnership:  
• Centring services around MHS-users’ expressed needs, preferences and priorities, 
• Upholding MHS-users’ right to self-determination (e.g. through individualised funding) 




Table 17: Expanded concept: Cultural responsiveness key informant quotes 
 
Providing culturally responsive services and support  
In addition discussing cultural beliefs, practices, priorities and needs with MHS-users and their 
whānau, some key informants discussed the importance of ensuring MHS-users and their 
whānau have access to cultural services and resources that support their holistic wellbeing. 
Such services and resources could include physical and mental health services operating within 
a kaupapa Māori (Māori approach/ideological) framework, rongoā māori (traditional Māori 
healing practices) such as mirimiri (massage), and activities that build cultural resilience and 
identity and foster connection with the community, such as waka ama (canoeing) or traditional 
activities surrounding mahinga kai (cultivation and food gathering). These activities can be 
equally as important to a person’s recovery as medical interventions. Accordingly, providing 
services and support that are culturally responsive to MHS-users requires not only gaining an 
understanding of the cultural beliefs, needs, practices and priorities of MHS-users and their 
whānau, but broadening the range and nature of services available to MHS-users to include 
those that sit outside the ‘traditional’ Western health system. AKI 1 explained that for Māori, 
this involves support that helps to faciliate connection to the whenua (land), to the community, 
Quote 
number 
Expanded concept: Cultural responsiveness key informant quotes 
18 
“I think the challenge in New Zealand still is: who says what works? And who says 
what evidence is the right evidence to prove the outcomes [we’re working towards]?” 
[Maria Baker]  
19 
“Sometimes the workforce doesn’t look like you and doesn’t understand you, so 
there’s sometimes a challenge around... being a bit misinterpreted, perhaps a bit 
misunderstood because they don’t understand... who you are, and the issues you 
bring. And so they frame it up, analyse it, and then it comes out totally different to 
what you sought help for” 




and to whānau – support that facilitates cultural resiliance, cultural connection, and a sense of 
purpose and belonging.  
Some key informants suggested there is generally little integration between these types of 
cultural services and mainstream MHS unless directly faciliated by a Māori health service. In 
addition to limited funding for Māori services, two key informants (Maria Baker and AKI 1) 
identified resistance within mainstream MHS (and the wider health system) to non-biomedical 
treatments and approaches to care as an additional barrier to improving access to culturally 
responsive services and support for Māori MHS-users. This links more broadly to the 
importance of deconstructing the power structures within health and social services that 
privilege Pākehā (non-Māori) world-views and epistemologies surrounding ‘what is best’ for 
MHS-users and what knowledge is valuable. Maria Baker explained that because health and 
social services operate so rigidly within these Western knowledge systems, they do not fully 
recognise the value of Indigenous models of care – the outcomes and effects of which cannot 
necessarily be measured using Western scientific evaluation methods (Table 17 quote 18). 
Developing a culturally and ethnically diverse workforce  
Maria Baker explained that having a workforce within MHS (and the wider health and social 
services system) that reflects Māori MHS-users’ cultural identity and values is an important 
aspect of people-centred infrastructure (Table 17 quote 19). Culturally and ethnically diverse 
workforces faciliate cultural understanding within services and can facilitate strong therapeutic 
relationships between MHS-users/whānau and the people involved in their care.  
 
2.4.10 Expanded concept: de-centralising services in order to 
centralise people 
Underlying all aspects of people-centred care is the need for a fundamental shift from a service-
centred system to a people-centred system. An overwhelming sentiment from all key 
informants was that, in its current state, the system for supporting people experiencing mental 
illness is structured and delivered to maintain efficiency for service-providers, rather than 
Key aspects of culturally responsive services (expanded concept):  
• Understanding MHS-users’ cultural beliefs and values when providing care 
• Ensuring MHS-users have access to a range of culturally responsive services 
• Ensuring the workforce is culturally safe and reflects the diversity of communities 
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prioritising MHS-users’ needs and preferences. Whilst maintaining its service-centredness, the 
system cannot address people-centred constructs – such as self-determination, widely 
accessible culturally responsive services and support, and active participation of MHS-users 
and whānau in decision making processes – because the efficiencies and needs of the system 
will always prevail. AKI 1 said that the system’s restraints mean humanity is left out of health, 
and decisions are therefore made based on money and efficiencies rather than empowering 
people and upholding their mana.  
What would a people-centred system look like? Many key informants said it would involve 
reimagining how we support people experiencing mental distress, by removing doctors from 
the centre and replacing them with whānau and communities. They explained that the 
community is the best place to be supported for most people experiencing mental 
illness/distress, and stressed that although the medical profession holds an important role in 
supporting people’s recovery, this should be viewed as a supporting role rather than the central 
one (Table 18 quote 20).  
Table 18: Expanded concept: de-centralising services in order to centralise people key 
informant quotes  
 
Putting people at the centre – a challenge to existing power dynamics 
A few of the key informants suggested that moving from a service-centric model of care to a 
people-centred model of care requires challenging an entrenched power dynamic that exists 
Quote 
number 
Expanded concept: de-centralising services in order to centralise 
people key informant quotes 
20 
“As long as we see the health sector at the hub of the support system for people who 
experience mental distress, we will fail to get integrated care.”  
[Mary O’Hagan] 
21 
“The service-providers, I think going forward, are going to have to consider that they 
might not be the best provider of services, and in fact, their community needs to 
inform and lead what they want, and from whom” 




between health care professionals and MHS-users, by removing the assumption that the 
professional ‘knows best’, and instead prioritising the MHS-user’s voice in decision-making. 
It requires acknowledging that the MHS-user has expertise to offer the care team – they know 
who they are and the context of their own life better than anyone else does. The alternative way 
of thinking (and in the view of many of the key informants, the current way of thinking) – that 
MHS-users, if permitted to make their own care decision, would make poor choices – belies a 
dismissive and un-dignifying mistrust of MHS-users. Ultimately, key informants discussed the 
need to invert the power dynamic that places services at the centre of support for people 
experiencing mental illness, to create space for a community-centred and led system of support 
(Table 18 quote 21).  
 
2.4.11 Expanded concept: Building capabilities  
Establishing people-centred practice inevitably requires intensifying community resources and 
building communities’ capabilities to be the hub of support for people experiencing distress. 
Many key informants identified building capabilities among MHS-users, their whānau, and 
their wider community (such as in workplaces and schools) as an important aspect of people-
centredness, suggesting it is critical to ensuring that people experiencing distress are 
surrounded by the support they need. There was a general sense among key informants that, 
while MHS provide important and valuable support to people experiencing distress, these 
services are nearly always provided within a biomedical paradigm of care. In reality, this 
biomedical paradigm is limited in it’s scope and ability to care for “the whole person” (Table 
19 quote 22).  
Building capabilities in health literacy 
The complexity of the mental health system (and the wider health system) can be an immense 
barrier to accessing care for people experiencing distress and their whānau. Many key 
informants identified building health literacy capabilities as important to growing knowledge 
about the range of resources available, how to access these resources, and how to self-advocate 
(Table 19 quote 23). AKI 4 suggested that improving the availability of written resources in a 
De-centralising services in order to centralise people (expanded concept):  
• Placing people – MHS-users, their whānau/family, friends and support network, wider 
community – at the centre of services. 
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wide range of different languages could help address some of the issues MHS-users and their 
whānau face around navigating the mental health (and other health and social services) system.  
Table 19: Expanded concept: Building capabilities key informant quotes  
 
Building capabilities in self-advocacy, self-management, and supporting others 
Key informants identified building health literacy as a mechanism for increasing knowledge 
and capability surrounding which resources are available and how to access them, and as a 
means of empowering MHS-users and whānau to self-advocate and participate actively in 
Quote 
number 
Expanded concept: Building capabilities key informant quotes 
22 
“There’s one thing about coordinating care between services, but actually it’s about 
what sort of things can help somebody, and sometimes those resources aren’t in 
services – they’re in the community”. 
[Maria Baker]  
23 
“[We need to be] increasing the availability of services, particularly in the community, 
and increasing the knowledge and information about those services so that it’s much 
more likely that you can – or somebody on your behalf can – identify the right service 
for you... [it’s] not just about creating more services [and] more service delivery, it’s 
also about creating more sources of information.”  
[Shaun McNeil]  
24 
“How do you support this person to be the driver of their own recovery? How do you 
support the whānau to [support the person’s recovery]? And how do we support 
neighbourhoods and communities and workplaces to [support the person’s recovery]? 
Because it’s all very service-centric, and that would be real integration, if we thought 
more broadly about what resources are out there that can be helpful to people – 
including the resources inside the people themselves – and how we can tap [into] 
those in order to create greater wellbeing in the community, and to support those 
peoples’ recovery.”  




decision-making. Other important capabilities identified by the key informants were self-
management, skills to support someone experiencing mental distress, and general mental health 
first aid.  
Ultimately, all of the key informants discussed independence from services, self-management, 
and self-determination as important aspirations for MHS-users and their whānau/family, all of 
which require the building of knowledge and capabilities. The key informants suggested that a 
function of people-centred practice within any service should be to support the growth of 
knowledge and the building of these capabilities. Mary O’Hagan described this as a central 
function of integration, suggesting that truly integrated and people-centred services must 
involve actions that build capabilities within the person and the people in their life, to empower 
self-management and self-determination in their recovery (Table 19 quote 23).  
 
2.4.12 Expanded concept: Strengths-based approaches 
A connection between service-centredness and a deficit-oriented approach to care was 
identified by some of the key informants, who also discussed strengths-based apporaches to 
care as a foundational principle of their understanding of people-centredness. They described 
deficit-oriented approaches as an engrained systemic issue stemming from a biomedical 
approach to mental health and addiction that is problem-oriented rather than potential-oriented. 
Deficit-oritented approaches were percieved by these key informants to be the status quo 
amongst many service-providers, including MHS (Table 20 quote 25). 
Strengths-based approaches are the embodiement of people-centredness 
In contrast, key informants saw strengths-based approaches to care as the embodiment of 
people-centredness. These key informants described strengths-based approaches to care as care 
that looks at the person’s goals for recovery and considers how their, and their support 
network’s, skills and strengths can be utilised in their recovery. It is inherently people-centred 
in that it is positively oriented around MHS-users and their whānau/community and has a focus 
Key aspects of building capabilities (expanded concept):  
• Supporting and empowering MHS-users to build capabilities to self-manage, self-advocate, 
and reach their aspirations for wellbeing, 
• Supporting and empowering whānau/family and support networks to build capabilities to 
support people experiencing distress,  




on recovery – a process that inevitably requires consideration of the person and 
whānau/community’s priorities, needs, preferences, and strengths (Table 20 quote 26).  
Table 20: Expanded concept: Strengths-based approaches key informant quotes  
 
Key informants viewed strengths-based appraoches as critical to quality improvement within 
services, representing both operational and mindset shifts. Operationally, strengths-based 
frameworks would require services to ensure care plans are reflective of MHS-users strengths. 
Quote 
number 
Expanded concept: Strengths-based approaches key informant 
quotes 
25 
“The big one is the Western medical approach... [to] mental illness, addiction, it’s very 
deficit-oriented. Sometimes processes don’t consider your strengths and the potential 
you may have to overcome your challenges...” 
[Maria Baker]  
26 
“Integrated care is an inevitable consequence of moving from a deficit model to a 
strengths-based model” 
[Martin Burke]  
27 
“Unfortunately, what happens across many government groups is that there are 
groups of people that will never be able to be viewed as having potential [and] 
aspirations for change because of the way they are viewed… these are ‘throw-away’ 
people… this deficit culture continues across all government agencies because that’s 
where the culture is bred from.”  
[Maria Baker]  
28 
“If we were operating from a strengths-base, our services would definitely be more 
person-centred and I believe people would be out [of inpatient units] quicker.” 




Ultimately, no action to improve the people-centredness of services will have any benefit for 
MHS-users if providers do not view people experiencing mental illness/distress as having 
potential for recovery (Table 20 quote 27). Furthermore, these key informants unanimously felt 
that in addition to being a dignifying approach to working with MHS-users, a strengths-based 
approach to care would produce better outcomes for MHS-users (Table 20 quote 28).  
 
2.4.13 Expanded concept: Supporting holistic wellbeing 
Virtually all key informants viewed the holistic nature of wellbeing as central to people-
centredness. They said a broader understanding of what support is helpful and relevant for 
people experiencing mental illness/distress is needed, not only to include non-physical/mental 
health aspects of wellbeing (such as spiritual wellbeing), but also to include resources and 
services that address the determinants of health and wellbeing. This links to conceptualisations 
of people-centred care discussed in Chapter 1, which account for peoples’ “comprehensive and 
holistic needs”(Goodwin, 2014). Key informants explained that health services usually have a 
rigid biomedical lens, leading them to operate in a siloed manner that attends to either the 
physical or mental health needs of a person (rarely both), without addressing the other myriad 
of interrelated and foundational aspects of a person’s wellbeing. Accordingly, truly PCJUC 
must include services that work beyond a health context, such as services operating within the 
housing, income support, and education sectors (Table 21 quote 29). 
Table 21: Expanded concept: Supporting holistic wellbeing key informant quotes 
 
Key aspects of strengths-based approaches (expanded concept):  
• Using approaches that identify, utilise, and build upon people’s strengths and potential for 
wellness, rather than focusing on their challenges or deficits.  
Quote 
number 
Expanded concept: Supporting holistic wellbeing key informant 
quotes 
29 
“We have become dependent on the system to address our issues, but they’ve never 
totally been able to address them because they’ve only been [addressing] physical 
[health] – so the other component[s], like the spiritual and the whānau [components]... 
have never been addressed.” 




Te Whare Tapa Whā as a model of holistic wellbeing 
Some of the key informants discussed the importance of supporting “the whole person” in 
people-centred care in Te Ao Māori (the Māori world/worldview). ‘Te Whare Tapa Whā’ (M. 
H. Durie, 1985), which is widely used in public health as a model for understanding the holistic 
nature of hauora Māori (Māori wellbeing), was cited by numerous key informants as they 
discussed the centrality of a holistic approach to wellbeing to people-centredness. Te Whare 
Tapa Whā depicts wellbeing through the metaphor of the wharenui (meeting house) (M. H. 
Durie, 1985). The four walls of the wharenui represent the four dimensions of wellbeing 
holding up the roof of the wharenui – Taha Tinana (physical wellbeing), Taha Wairua (spiritual 
wellbeing), Taha Hinengaro (mental wellbeing), and Taha Whānau (family and social 
wellbeing). The four walls are interconnected, as if one wall is weakened or off balance, the 
strength of the entire wharenui (or a person’s overall wellbeing) is impacted. When discussing 
the importance of recognising “the whole person” to people-centredness from a hauora Māori 
perspective, the key informants referenced Te Whare Tapa Whā to demonstrate that health 
services tend to use a one-dimensional approach to wellbeing – that is, services often focus on 
one aspect of wellbeing, such as mental health (Taha Hinengaro), without addressing the other 
aspects of wellbeing (Taha Tinana, Taha Wairua, and Taha Whānau) that are equally important 
to the person’s overall wellbeing.  
 
2.4.14 Expanded concept: Building therapeutic relationships 
Building and maintaining a therapeutic relationship between care team members, MHS-users 
and their whānau was identified by many of the key informants as a core aspect of people-
centredness. The key informants described this relationship as one in which there is mutual 
respect, trust and openness between the care team and MHS-user/whānau (Table 22 quote 30).  
Key aspects of supporting holistic wellbeing (expanded concept):  
• Recognising that wellbeing is holistic and interconnected, 
• Supporting MHS-users in all areas of their wellbeing, rather than having siloed approaches 
(e.g. only focusing on physical wellbeing or mental wellbeing). 
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Table 22: Expanded concept: Building therapeutic relationships key informant quotes  
 
The therapeutic relationship as the foundation of people-centred care 
This relationship almost seemed to be considered a pre-requisite to authentic people-centred 
practice by the key informants – the relationship being a facilitator of understanding the 
person’s needs, priorities, preferences, and cultural beliefs and values (Singer dimension 6), 
and of including MHS-users and their whānau in decision-making processes (Singer dimension 
7). The therapeutic relationship described by the key informants goes beyond the Singer 
framework constructs surrounding ‘Continuous familiarity with the person over time’ (Singer 
dimension 4). The concept of the therapeutic relationship discussed by the key informants is 
concerned with the nature of the interpersonal relationship that is built between the MHS-user 
and the provider – a relationship that, in addition to openness, trust, and respect, empowers the 
MHS-user and gives them a sense of feeling genuinely ‘known’ and understood. ‘Building 
Therapeutic Relationships’ has been included as an expanded concept under the amalgamated 
‘People-centredness: Singer dimensions 6 & 7’, because it is concerned with people rather than 
information – with the relationship that is built between MHS-users and providers, and the way 
that relationship can facilitate other aspects of people-centredness.  
Quote 
number 
Expanded concept: Building therapeutic relationships key 
informant quotes 
30 
“Every person in every service being incredibly informed, skilled, compassionate. 
Giving the person time to say what they need to say and to listen really well, in other 
words, having fantastic relationship skills.” 
[Janet Peters] 
31 
“It’s also about how you’re part of that community... and be viewed as trustworthy and 
supportive, particularly when people need help... so there’s got to be a different way 
to understand, how do you create a relationship with a community (given whatever 
the size and the context is)? Because people won’t go and share their deep and 
meaningfuls with you if they don’t trust you.”  




The therapeutic alliance with whānau/family, support networks, and the wider community 
Martin Burke described the ‘therapeutic alliance’, signalling that a function of the relationship 
involves having shared goals for the person’s recovery and working together as a team. This 
alliance could also involve whānau/family and friends who may be part of the person’s support 
system. Although not discussed using the terminology of a ‘therapeutic relationship’, Maria 
Baker raised the importance of health professionals building an open, trusting, and mutually 
respectful relationship with the wider community, as the way providers interact with and are 
viewed by the community undoubtedly impacts upon their ability to serve the community well 
(Table 22 quote 31).  
Maria also explained that sometimes, the provider – communtiy relationship can be clouded if 
the service has a negative history in the community, irrespective of the health professionals’ 
personal conduct. In such cases, the importance of health professionals investing significant 
time into building a therapeutic relationship with their community cannot be overstated. 
Proactive and positive engagement with the community from service-providers can therefore 
embody, on an wider level, people-centredness.  
 
2.5 Results: Beyond Singer’s framework – new 
dimensions 
The following new aspects of PCJUC were raised in the key informants, but do not relate 
directly to any Singer’s seven dimensions. These new ideas include peer-support and 
navigation. 
2.5.1 New Dimension: Peer-support 
Peer-support was identified as a useful resource for people experiencing distress by almost all 
key informants. Peer-support workers practice from the perspective of lived-experience as a 
feature of their expertise, and work either one-on-one with MHS-users or in group settings to 
Key aspects of building therapeutic relationships (expanded concept):  
• Therapeutic relationships are honest, trusting, and open relationships between MHS-users 
and staff (e.g. a GP or psychologist),  
• Therapeutic relationships are critical to quality care and the basis of people-centred practice 
– of understanding MHS-users needs, priorities, preferences, values, and beliefs, and 
partnering as equal and active partners in care decisions.  
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faciliate a safe space for people to share their experiences, support each other, and create 
solidarity – ultimately with the goal of empowering and encouraging people in their recovery.  




New Dimension: Peer-support key informant quotes 
32 
“In my opinion, if we did have a peer-support service like that who were part of the 
[care] team, I think there would be a lot less of the coersive practices that we have, 
and probably, people’s stays in the inpatient unit would be quicker, because they 
definitely wouldn’t be coming from a ‘risk’ point of view.”  
[Johnnie Potiki]  
33 
“People [MHS-users] feel that there’s a real ‘them’ and ‘us’… you feel like you got 
nobody in your corner… if there was independent advocacy, then there would be 
somebody backing up your particular position, and perhaps… pushing the clinical 
staff to explore other options.”  
[Shaun McNeil]  
34 
“How much work has got to be done to have their [peer-support workers] lived-
experience and authenticity valued would be another thing altogether... I don’t think it 
is [valued by the clinical team] because it’s not really big enough [of a workforce], and 
they haven’t seen the benefits of it yet.” 
[Johnnie Potiki]  
35 
“There’s always this distinction or determination between what’s qualified and what’s 
not qualified… What we need to shift to is a way of being where actually there are a 
number of different wounded healers within communities and families who just need a 
little bit of support – and employment.”  




Peer-support workers are sometimes included in the care team in advocacy roles. Through their 
lived-experience, they can offer an alternative perspective to the health professionals in the 
care team. Johnnie Potiki explained the benefits of this in quote 32 (Table 23).  
The benefits of peer-support 
Collectively, the key informants described two main benefits of peer-support. Firstly, the 
support of someone who can relate to the person’s experiences and who can speak authentically 
and truthfully about their own recovery is an invaluable therapeutic tool. For MHS-users who 
are highly engaged in clinical services, peer-support workers can provide a non-clinical, more 
relationally-focused source of support. Peer-support workers do not try to ‘fix’ people, as 
clinicans may be perceived to, but instead are there to listen non-judgementally and to offer 
support. Futhermore, having the opportunity to be supported by someone who is further along 
their recovery can be encouraging and motivating for people experiencing mental distress. 
Secondly, peer-support workers can point people to resources or services that might be 
beneficial to their recovery, as well as providing a bridge or introduction to those services. 
Peer-support workers can, or could, also participate in MDT meetings, both as a care team 
member and as a support person for the MHS-user (Table 23 quote 33).  
Barriers to accessing peer-support 
Although peer-support networks exist in NZ, there are significant geographical disparities 
surrounding access to peer-support – one key informant described stark regional differences in 
the availability of peer-support workers across the DHB region they worked in. An obvious 
driver of this could be the regional differences in the number of people with lived-experience 
who have the time for, or interest in, becoming peer-support workers. Two key informants 
(Johnnie Potiki and Maria Baker) offered an additional explanation, suggesting that poor 
attitudes among service-providers and health professionals towards the value of lived-
experience as expertise has led to the under-development of the peer-support workforce. This 
links to the wider issue surrounding challenging what evidence and experience we deem 
valuable, which is discussed in section 2.4.9 (Table 23 quotes 34 and 35). 
 
Key aspects of peer-support (new dimension):  
• Peer-support can be a valuable therapeutic tool, where people can meet with others who 
share similar experiences, gaining support from others, and extending support to others. 
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2.5.2 New Dimension: Navigators  
Some key informants discussed the importance of having access to some form of navigator, 
who could help guide MHS-users and whānau by creating linkages within and between the 
range of services the person and their whānau wish to engage with. Often, this role was 
discussed in terms of someone with lived-experience – a peer-support/navigator hybrid of sorts. 
AKI 1 described the role of a navigator as someone who illuminates the path for MHS-users, 
and described positive outcomes for MHS-users who had accessed navigators through their 
service. Other key informants supported this, with Johnnie Potiki explaining the benefits of a 
lived-experience navigator (Table 24 quote 36).  
Table 24: New Dimension: Navigators key informant quotes  
 
Navigators as a tool for support MHS-users and whānau/family 
The coordination function of a navigator described by the key informants draws a clear link to 
Singer dimensions 2 and 3. By assisting MHS-users and their whānau to identify services and 
resources that would support their recovery, acting as a conduit between the MHS-user/whānau 
and these services, and providing a link between the services themselves, navigators can 
facilitate coordination between all the health and wellbeing services a person/whānau engages 
with.  
Building trusting and open relationships between MHS-users/whānau and care providers was 
discussed more widely by key informants in terms of the importance of building a therapeutic 
relationship (see section 2.4.14).  
Quote 
number 
New Dimension: Navigators key informant quotes 
36 
“That role of a lived-experience navigator, throughout the person’s journey in services 
[for] as long as the person wants them... would probably be one of the biggest 
benefits to people using our services.” 





2.6  Discussion 
In this section the ideas generated by the key informants surrounding Singer’s framework are 
explored in the context of evidence from other research (an overarching discussion of the 
research project overall is presented at the end of the thesis – Chapter 7).  
The findings from the key informant interviews also informed the development of the new 
PCJUC model. The new PCJUC model is an adaptation of Singer’s framework and has been 
designed to reflect the contributions of key informants surrounding the aspects of PCJUC that 
are important to MHS-users in NZ. The new PCJUC model is presented and discussed at the 
end of this discussion section.  
2.6.1 Coordination within a care team (Singer Dimension 1) 
Although they identified barriers to effectively coordinating care within a care team, such as 
time restrictions within 15-minute appointment slots, the key informants agreed that 
coordination within a care team, such as a GP practice, is an important aspect of PCJUC. One 
result of poor coordination within a care team could be having to repeat information numerous 
times to different health professionals, due to ineffective information sharing processes 
between staff members within a service. In addition to compromising the quality of care a 
person receives, this can be distressing for MHS-users. In a study of MHS-users’ experiences 
of continuity of care (a concept closely related to aspects of integrated care) in Norway, 
Biringer (2017) found repeating information to different health professionals to be frustrating 
and anxiety-inducing. This issue was also raised in He Ara Oranga (2018), which said that 
needing to repeat mental health information to different providers can be a humiliating 
experience that is counter-productive to recovery (The Government Inquiry into Mental Health 
and Addiction, 2018).   
Key aspects of navigation (new dimension):  
• Navigators support MHS-users and their whānau/family to find their way through a complex 
system and provide a consistent point of contact and support.  
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2.6.2 Coordination between care teams (Singer dimension 2) 
Information sharing between services  
Numerous key informants described scenarios where important information about MHS-users, 
such as correct medication dosages, was not effectively communicated between care teams 
during a service transition. At best, they described the results as fragmented and frustrating for 
MHS-users, and at worst, they described serious adverse outcomes for MHS-users. The key 
informants’ observations are well-supported by the literature. The importance of robust 
information sharing processes between services – sometimes referred to as ‘informational 
continuity’ (Haggerty et al., 2003) – for MHS-users has been discussed extensively in the 
literature (Biringer et al., 2017; Durbin et al., 2004; Haggerty et al., 2003; Sweeney et al., 
2016). 
Clinician continuity  
In Norway, MHS-users experiencing clinician continuity – like that described by Johnnie 
Potiki, where MHS-users are supported by the same clinician in both inpatient and outpatient 
settings – have been found to be much more likely to utilise outpatient (primary or community) 
MHS than MHS-users who only have access to separate inpatient and outpatient MHS 
components (akin to the current NZ system) (Carswell et al., 2018; Myklebust et al., 2011). 
Clinician continuity – referred to by Myklebust (2011) as ‘therapeutic continuity’ – was shown 
to be not only relationally advantageous (because building a trusting therapeutic relationship 
takes time), but also a facilitator of informational continuity between services, as the clinicians 
know the MHS-user’s history. 
A critical barrier the key informants identified to implementing care models that facilitate 
clinician continuity is the siloed nature of funding arrangements. Accordingly, introducing a 
more flexible method of funding is a necessary step to joining-up services in a cohesive manner. 
Barriers to joining-up services 
Many key informants suggested that the siloed nature of funding streams is a barrier to joining-
up services and providing holistic care to MHS-users. O'Brien (2009) examined the barriers to 
providing mental health care within a primary care context in Northern NZ. They found that, 
among other barriers, the siloed role of primary and secondary care in a mental health context 
was a substantial barrier to providing mental health care in a primary care setting. Providers 
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perceived secondary (community) MHS as the main source of support for MHS-users because 
they are specifically funded to provide longer-term support for people experiencing mental 
illness/distress. Given they received no additional funding to provide MHS, many primary care 
providers viewed ongoing (long-term) mental health care as outside their scope of practice. 
(O'Brien et al., 2009). 
2.6.3 Coordination between care teams and community resources 
(Singer dimension 3) 
Some key informants suggested that a barrier to joining-up health and community/social 
services is limited awareness among health care providers about the range of community/social 
services available, in addition to a lack of existing pathways and linkages between the services. 
Calveley et al., (2009) piloted a ‘patient-centred’ programme using extended consultations and 
a directory of community to service to co-construct care plans, aiming to facilitate quick and 
early access to a range of free interventions for people experiencing mild to moderate mental 
health and lifestyle challenges within a primary care setting (Calveley et al., 2009). Programme 
coordinators organised peoples initial appointments with community services, liaised between 
people and the primary care teams/community services, and followed up with people missed 
appointments (Calveley et al., 2009).  This pilot programme addressed three ideas raised by 
the key informants. Firstly, through the extended consultations, the programme addressed the 
concerns raised by key informants that time restrictions within appointments prohibit effective 
PCJUC. Secondly, using a directory of services available in the community addressed Shaun 
McNeil’s call for a comprehensive and up-to-date resource or directory to mitigate poor 
awareness among primary care providers about the range of support available in the 
community. Thirdly, the programme coordinator acted as a single connecting point, or 
facilitator, between services – many key informants described the lack of this facilitator role as 
a major barrier to joining-up health and community services.  
With respect to this thesis, Calveley et al. (2009)’s pilot programme holds some limitations. 
The pilot programme connected people with community services that were largely narrowed 
to MHS and other health services, thereby missing the opportunity to connect people with 
social services that could support their overall wellbeing, such as housing and/or income 
support services. Additionally, the programme was only piloted with people presenting to their 
GP with ‘mild-to-moderate’ mental health and lifestyle challenges, who were not already 
engaged with secondary MHS. As such, the usefulness and acceptability of the programme 
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model for people experiencing more ‘severe’ distress and those already engaged with MHS is 
undetermined. However, given the congruence of the programme with the ideas raised by the 
key informants, if the scope of community services was expanded, such a pilot programme 
could potentially help address the needs of MHS-users.  
2.6.4 Continuous familiarity with the person over time (Singer 
dimension 4) 
Key informants broadly agreed it is crucial that health professionals are familiar with MHS-
users’ history and important information, and identified a foundation of trusting and ongoing 
(continuous) relationships between MHS-users and health professionals as a necessary 
facilitator of continuous familiarity over time. This concept directly links with the idea of the 
therapeutic relationship as key to people-centred care; without a trusting and open therapeutic 
relationship between health professionals and MHS-users/ their whānau, all other aspects of 
people-centred care are hindered.  
Continuous familiarity over time and building therapeutic relationships 
The concept of ‘continuous familiarity with the person over time’ is described in Singer’s 
framework as health professionals knowing people’s important health information. However, 
the key informants expand on Singer’s dimension 4, explaining that therapeutic relationships 
can act as facilitators of continuous familiarity over time. Elsewhere, ‘relational continuity’ 
(building ongoing relationships between health professionals and MHS-users) has been 
identified as critical to continuity of care (Haggerty et al., 2003). 
Different sources of continuus familiarity over time and therapeutic relationships  
Two key informants discussed which member of a person’s care team should be the primary 
source of continuous familiarity over time. Mary O’Hagan suggested that, given the resourcing 
limitations the health system faces, continuous familiarity should be concentrated outside of 
the medical profession and instead reside with providers that have greater capacity for 
relationally focussed support – such as peer-support workers or navigators. In a 2016 United 
Kingdom (UK) study comparing MHS-users’ and health professionals’ views of continuity, 
Sweeney (2016) found that although there were some similarities in how MHS-users and health 
professionals perceived continuity, MHS-users were alone in identifying peer-support as 
integral to continuity in their experience. Although Sweeney (2016) do not suggest that peer-
support should be the central point of continuous familiarity, their findings support Mary 
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O’Hagan’s assertion that peer-support workers have a vital role, and that centring familiarity 
and the therapeutic relationship around peer-support workers could be helpful.  
Johnnie Potiki identified MHS-users’ core care team – their GP, community mental health 
worker, and social worker, for example – as an appropriate central point of continuous 
familiarity over time. He suggested that a positive operationalisation of continuous familiarity 
over time within an inpatient context could involve these regular core team members following 
MHS-users into an inpatient setting and continuing to provide care. Not only would this enable 
the regular care team members’ existing knowledge and experience of working with the 
individual MHS-users to be effectively utilised when making care decisions, but the existing 
relationship the MHS-user and their whānau have with those core team members can also 
facilitate greater people-centredness within the inpatient setting.  
Omer (2015) compared mental health care provided by the same health professionals in both 
community and inpatient settings (which were termed ‘continuity systems’), with systems in 
which mental health care was provided by specialist teams of mental health professionals 
(which were termed ‘specialisation systems’). Continuity systems facilitated shorter, and 
fewer, hospitalisations (Omer et al., 2015). Transitions between services were also found to be 
quicker and better coordinated in continuity systems, and most importantly, both staff and 
MHS-users viewed continuity systems more favourably than specialisation systems (Omer et 
al., 2015).  
2.6.5 Expanded concept: Information sharing and people-centredness  
Underpinning Singer dimensions 1 – 4 is information sharing – what information is shared, 
when, and with whom. Singer’s framework presents this primarily as a coordination (joined-
up care) concept. In contrast, key informants conceptualised information sharing as a broader 
idea that spans both coordination (joined-up care) concepts and people-centred care concepts. 
They agreed with the Singer framework positioning of information sharing as critical to 
joining-up services and ensuring that all services involved in supporting a person have the up-
to-date important information about the MHS-user’s medical history. However, the key 
informants also observed that information sharing that does not centre around the MHS-user 
themselves can never be genuinely people-centred. They explained that if the person is not in 
control of what information about them is shared, and with whom, then the system – although 
joined-up – is service-centred rather than people-centred.  
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MHS-users’ access to information 
Key informants did not discuss ensuring that MHS-users have access to the information they 
need to make informed decisions. This concept is briefly included in Singer dimension 7 “… 
patient, family members, and other caregivers are informed and engaged by providers in 
making health care decisions, providing care, maintaining health, and managing financial 
resources.” (Singer et al., 2011) (p.121). Ensuring MHS-users have the information they need 
to be active partners in decision-making – such as information about the range of care/support 
options that are available, or about medications – is fundamental to the self-determination and 
active partnership of MHS-users (and their support network) in decision-making. For example, 
a 2017 Australian study of MHS-users’ (and their support peoples’) needs surrounding health 
management information found that although community pharmacists were well-positioned to 
provide health information and support informed decision-making among MHS-users, there 
was a substantial unmet need among MHS-users for clear and consistent medication 
information at the community pharmacy level (Fejzic et al., 2017). Interestingly, in addition to 
a lack of comprehensible information about medications at pharmacies, Fejzic (2017) reported 
that – without prompting from the Australian research team – MHS-users also identified poor 
information sharing between pharmacists and GPs in particular as an issue contributing to sub-
optimal care.  
Data soverignty, self-determination, and stigma and discrimination  
The key informants also linked the importance of agency over information to protecting MHS-
users against stigma and discrimination. Given the associations between stigmatising attitudes 
to mental illness/distress among health professionals and poorer quality of care (outlined in 
Chapter 1), the key informants strongly felt that MHS-users must have the power to decide 
which providers have access to their medical information. Changing the discriminatory 
attitudes and processes within services that lead to experiences of stigma and discrimination 
will not be achieved by giving MHS-users control over who has access to their information. 
However, upholding MHS-users agency and self-determination over their own information 
may provide some measure of protection for MHS-users against experiences of stigma and 
discrimination, by empowering MHS-users to determine which services (and people) they trust 
with their information.  
The key informants identified information sharing processes as fundamental to the Singer 
framework notion of integrated (joined-up) care, but also as crucial for people-centredness. 
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Ensuring information is shared within and between services is a necessary and important 
practical aspect of joining-up care. However, information sharing processes must be people-
centred – the MHS-user must have agency over what information is shared, and who has access 
to it. Furthermore, information sharing should occur bi-directionally, and include ensuring the 
MHS-user and their support network have access to the information they need to be informed 
and active partners in decision-making. 
2.6.6 Continuous proactive and responsive action between visits 
(Singer dimension 5) 
Care team members proactively reach out and respond to MHS-users between visits  
Key informants suggested that, although it is important for services to be readily available and 
accessible between visits, proactive outreach from services to MHS-users between visits could 
easily be perceived by the MHS-user as overly intrusive. The key informants explained that 
underpinning any notion of proactive outreach must be a level of flexibility amongst service-
providers to respond to MHS-users individual needs and preferences surrounding outreach.  
Much of the literature surrounding proactive contact from services in between visits surrounds 
the use of phone calls to remind people about their appointments, and the impact of these phone 
prompts on appointment attendance. For example, a 2007 review of controlled studies aiming 
to improve appointment attendance amongst MHS-users found that phone prompts can be 
helpful in increasing appointment attendance (Lefforge et al., 2007). However, no literature 
was identified surrounding MHS-user perceptions of service-providers reaching out between 
appointments. This could be because the topic is broad, making it difficult to narrow search 
results to relevant material. This topic was will be returned to in Chapter 5, as the focus group 
with current/recent MHS-users also discussed approaches to addressing the flexibility and 
individuality of preferences surrounding proactive outreach. 
Care and information that are accessible 24/7 
The key informants’ assertions that cost, transport, strict criteria, and long wait times are all 
substantial obstacles to accessing care are consistent with the findings of He Ara Oranga 
(2018). The inquiry reported that people could not access support because their mental health 
was not sufficiently bad enough to qualify for services, and furthermore, that in situations 
where people did meet the criteria to access services, there were often extraordinarily long wait 
times (The Government Inquiry into Mental Health and Addiction, 2018). 
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Expanded concept: Time constraints 
Time constraints within and between appointments emerged from the key informant interviews 
as barrier to coordination within a care team (Singer dimension 1). Time constraints also relate 
to socio-economic inequities and have implications for the accessibility of quality care. 
Lack of time has been reported by GPs as a leading barrier to providing adequate mental health 
support (Hutton et al., 2007). In extended consultations that were 50% longer than usual, there 
was a 32% increase in recognition of psychological distress (Hutton et al., 2007; Stirling et al., 
2001). In Scotland, consultation length times were found to be a source of socioeconomic 
inequity, as although greater socioeconomic deprivation was associated with a higher rate of 
psychological distress, greater socioeconomic deprivation was also associated with shorter 
consultation times (Stirling et al., 2001). Although a thorough search of the literature elicited 
no quantitative evidence of the effects of short consultation times on outcomes for MHS-users 
in NZ, the findings from Stirling (2001) may be generalizable to NZ given that, like Scotland, 
NZ’s primary health care system is largely state-funded (although co-payments are generally 
required in NZ to visit a GP, unlike Scotland) (Mossialos E et al., 2017; Steel et al., 2012). 
Furthermore, similar trends have been observed in both NZ and Scotland surrounding mental 
illness diagnosis and socioeconomic deprivation. After adjusting for age, sex and ethnicity, 
adults living in high-deprivation areas of NZ are 1.6 times as likely to have been diagnosed 
with depression, bipolar disorder and/or anxiety disorder at some point in their lives, compared 
to adults living in low-deprivation areas of NZ (Ministry of Health, 2013). Likewise, in 
Scotland people living in the most socio-economically deprived areas are more than twice as 
likely to be diagnosed with a common mental illness compared to people living in the least  
deprived areas (Millard et al., 2015)  
Inequities in access to primary care among Māori 
The National Primary Medical Care Survey (NatMedCa) 2001/02 identified inequity in the 
consultation length for Māori seeking primary care; the mean GP consultation time for Māori 
was 13.7 minutes, compared to 15.1 minutes for non-Māori (Crengle et al., 2005). More 
recently, a study comparing Māori and non-Māori experiences of general practice found that 
Māori were more likely to need urgent same-day appointments with their general practice 
(36.1% of Māori compared to 28.1% of non-Māori), whilst being less likely to be seen on time 
(64% of Māori seen on time compared to 75.1% of non-Māori) (Jansen et al.). While these 
figures do not specifically relate to Māori MHS-users, they illustrate inequities Māori MHS-
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users may face in accessing primary care. Combined with the increased likelihood of shorter 
GP consultation times, Māori MHS-users may face a compounding of barriers to accessing 
primary care, as well as barriers to receiving comprehensive support for their mental health 
condition in a primary care context.  
2.6.7 People-Centredness (Singer dimensions 6 & 7) 
Self-determination and active partnership 
Upholding the rights of MHS-users to make decisions about their care was viewed as 
fundamental to people-centredness by all key informants, and is also widely discussed in 
people-centred literature as an ethical requirement (Robert E. Drake  et al., 2009). There is also 
evidence confirming that MHS-users value self-determination and active partnership. A 
qualitative study in NZ involving 131 MHS-users found that MHS-users wanted to actively 
participate in decision-making by co-constructing care plans (Crowe et al., 2001).  
In a review of the international literature surrounding person-centred care in mental health, 
Smith (2016) found that although shared decision-making is beneficial to MHS-users 
experiences of care (and in some cases, their clinical outcomes), there are substantial barriers 
to implementing shared decision-making practices in a mental health context. These barriers 
range from attitudes among health professionals about the capability of MHS-users to 
participate in decision-making, to MHS-users feeling uncomfortable with engaging in 
discussions with health professionals about care options and asserting their opinions (Smith et 
al., 2016). Accordingly, fostering safe and supportive environments for MHS-users to 
participate in decision-making is crucial to upholding MHS-users’ right to self-determination 
and active partnership. 
Shared decision-making vs self-directed care  
In Smith’s (2016) discussion of person-centred care (framed as ‘people’-centred care in this 
thesis), a continuum of person-centredness is presented (Figure 3). On this continuum, shared 
decision-making is described in practical terms as decisions being made in a collaborative 




Figure 3: The spectrum of practices for person-centred care; from (Smith et al., 2016) p. 294 
Many key informants echoed this conceptualisation of person (or people) –centredness, 
asserting that involving MHS-users as active and equal partners in decision-making is a 
fundamental aspect of good people-centred practice. However, on the spectrum of practices for 
person-centred care, Smith et al., (2016) position self-directed care as the ultimate expression 
of MHS-user self-determination. They describe self-directed care as MHS-users having control 
over individualised budgets, saying:  
“… a person-centred approach that enables service users to exercise greater choice and 
control over their lives by selecting the services that best meet their needs and priorities. At 
the heart of self-directed care is the ‘individual budget’”  
(Smith et al., 2016) (p. 295)  
This resonates with Singer et al.’s (2011) original definition of patient-centred care, as both 
Singer et al., (2011) and Smith (2016) discuss the importance of MHS-users’ priorities, 
preferences, and needs, and both also discuss the importance of MHS-users’ involvement in 
decision-making. However, the degree of power MHS-users have in decision-making varies 
between the two conceptualisations. Whereas Singer’s framework describes patient-
centeredness in terms of providers considering the needs and preferences of MHS-users 
(Singer dimension 6) and engaging MHS-users in decision-making (Singer dimension 7), 




feel best meet their needs and priorities. This conceptualisation of self-directed care places the 
MHS-user firmly at the centre of decision-making processes – they are not simply ‘engaged’ 
in decision-making and their needs and preferences are not just ‘considered’, but they are 
empowered to self-select the services they feel will meet their needs.  
Most key informants discussed the importance of MHS-users having choice about the services 
they access. However, only one key informant– Johnnie Potiki – discussed his support for 
individualised funding models, explaining that he had observed positive outcomes for MHS-
users who had received individualised funding. In NZ, few MHS-users have access to 
individualised funding as the criteria is highly restrictive, limited to people deemed to have 
particularly high and complex ongoing needs, and is a form of disability support, rather than a 
model targeted to MHS-users (Te Pou o Te Whakaaro Nui, 2014). Currently, there appears to 
be no published evidence that specific health outcomes of MHS-users are improved as a result 
of individualised funding models. However, there is evidence to suggest that MHS-user 
satisfaction, sense of empowerment and choice, and quality of life are improved, and inpatient 
service-use decreased with the use of such funding models (Alakeson, 2010; Forder et al., 2012; 
Slade, 2012; Webber et al., 2014). Exploring the potential benefits of a self-directed model of 
care including greater MHS-user control over funding and choice of services is therefore an 
important and interesting avenue for future people-centred research in NZ.  
Expanded concept: MHS-user participation in MDT meetings 
Some key informants identified MDT meetings as an important opportunity to improve people-
centredness. MDT meetings can faciliate joined-up care through bringing together 
professionals from across care teams and social services to share information and work 
collaboratively. However, because MHS-users are generally exluded from MDT meetings, 
whilst MDT meetings are a tool for joining-up care, without the active participation of MHS-
users, they cannot be truly people-centred.  
Including MHS-users/whānau in MDT meetings ensures that, in addition to facilitating the 
coordination Singer dimensions (1-3), MDT meetings also address the people-centred Singer 
dimensions (6 and 7). MHS-user/whānau participation in MDT meetings is important for all 
aspects of people-centredness. Firstly, including MHS-users/whānau ensure the decisions 
made in the meeting reflect the person’s needs, priorities, preferences, and cultural beliefs and 
values (Singer dimension 6). Without MHS-users present to express their needs, preferences, 
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priorities and values, the ability of the multidisciplinary team to construct a care plan that 
addresses these things is likely to be hindered.  
Secondly, MHS-user/whānau participation in MDT meetings ensures MHS-users can actively 
participate in shared decision-making (Singer dimension 7). Excluding MHS-users from MDT 
meetings, and therefore from the decision-making process, is disempowering and undermines 
MHS-users’ right to choose their care. Ensuring MHS-users are involved in decision-making 
processes has been a focus of mental health advocates in NZ and internationally for many years. 
Yet MDT meetings, currently provide a tangible example of important care decisions being 
made on behalf of MHS-users, without their participation.  
Johnnie Potiki raised an important caveat to MHS-users participating in MDT meetings, 
suggesting that it is critical that robust structures and processes are in place to support MHS-
users and ensure they are “not set up to fail”. Shaun McNeil’s suggestion that “the individual, 
or a representative of the individual” be included in MDT meetings presents an interesting 
avenue for addressing Johnnie’s concern. In Scotland, people experiencing mental illness have 
a lawful right to an independent advocate, whose role (among other things) can be to attend 
clinical meetings and advocate on behalf of, or in partnership with, MHS-users (Scottish 
Executive, 2005). Introducing similar advocacy roles in NZ could be a part of a framework for 
supporting MHS-users to actively participate in MDT meetings, should they wish to.  
2.6.8 Expanded concept: De-centralising services and re-centralising 
people 
Many key informants discussed the need for a paradigm shift from a service-centred system, 
to a people-centred system. Mary O’Hagan’s ‘Wellbeing Manifesto’4 compares ‘Big 
Psychiatry’ (or a service-centric system) with ‘Big Community’ (or a people-centred system) 
(O'Hagan, 2018). The features of ‘Big Community’ summarise the insights offered by many 
key informants when they spoke about the need to fundamentally re-orient the system to put 
people at the centre. It also includes other aspects of people-centredness raised by the key 
informants, such as ensuring access to a wide range of services that support people’s holistic 
wellbeing (including cultural services), facilitating active partnership in decision-making, 
 
4 Authored on behalf of Peer Zone and Action Station for submission to the Government Inquiry into Mental 
Health and Addictions 
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building capabilities, and employing strengths-based approaches (or what Figure 4 describes 
as viewing mental distress as ‘recoverable’). 
 
Figure 4: 'Big Psychiatry' versus 'Big Community', reproduced with permission, (O'Hagan, 
2018) (p. 2) 
2.6.9 Expanded concept: Building capabilities  
Key informants identified building capabilities amongst MHS-users, their whānau, and their 
wider community, as important aspects of people-centred care. In particular, they suggested 
building capabilities surrounding self-advocacy, health literacy, and self-management are 
important areas of capability building that facilitate greater participation in decision-making. 
Building capabilities and improved outcomes 
In a randomised controlled trial in the United States (US), MHS-users who participated in a 
peer-led education intervention called ‘Wellness Recovery Action Planning’ (WRAP) self-




quality of life, and fewer psychiatric symptoms, when compared with MHS-users who did not 
receive the WRAP intervention (Jonikas et al., 2013). These findings support the key 
informants’ suggestion from key informants that building capabilities among MHS-users can 
contribute to improved outcomes, and also identifies peer-support workers as effective 
capability builders.  
Peer-led capability building 
Pickett (2012) evaluated the effectiveness of a different peer-led education initiative in the US 
called the ‘Building Recovery of Individual Dreams and Goals’ (BRIDGES) intervention. 
MHS-users who participated in the BRIDGES intervention reported greater empowerment, 
self-esteem, and capability to assertively self-advocate, compared to the people who did not 
participate in BRIDGES (Pickett et al., 2012). Pickett (2012) suggested that peer-led education 
initiatives like BRIDGES, may be an effective tool for supporting MHS-users to develop the 
knowledge base, confidence, and skills required to actively participate in decision-making. 
These findings further support the idea that peer-led capability building could be an effective 
and beneficial way to support MHS-users in developing self-advocacy skills and confidence. 
The findings also link to the key informants’ discussion of self-determination and active 
participation in decision-making processes as critical aspects of people-centred care, 
suggesting that building self-advocacy capabilities is a necessary precursor to confident active 
participation in decision-making. 
2.6.10 Expanded concepts: Holistic wellbeing and culturally 
responsive services 
As discussed in Chapter 1, having a ‘whole person focus’ that accounts for peoples’ holistic 
wellbeing needs is a core aspect of people-centred care (Goodwin, 2014; The World Health 
Organization, 2016) – this was also raised by key informants. In NZ, approaching wellbeing 
holistically is inseparable from the importance of access to culturally responsive services for 
MHS-users, as kaupapa Māori MHS (and other health services) are intrinsically holistic. 
Kaupapa Māori MHS are built upon Māori cultural values, beliefs and understandings of 
wellbeing, and often have a focus on promoting wellbeing through facilitating access to cultural 
resources (Te Rau Matatini, 2015). These cultural resources can include access to kaumatua 
(elders, people of status within the community), te reo Māori (the Māori language), waka ama, 
and access to the whenua (land) itself (Te Rau Matatini, 2015).  
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Benefits of holistic and culturally appropriate services for Māori, and barriers to embedding 
Te Ao Māori in mainstream MHS 
Sir Mason Durie stated that holistic and culturally relevant approaches are the most effective 
way to improve the wellbeing of Māori MHS-users (M. H. Durie, 2013; Te Rau Matatini, 
2015). Given the inequities Māori MHS-users face in both prevalence of mental illness 
diagnosis, and potentially barriers to accessing services, emphasising kaupapa Māori 
approaches to care seems a critical and effective area of focus for improving outcomes and 
experiences of people-centred care for Māori MHS-users. In addition to increasing access to 
kaupapa Māori services for Māori MHS-users, ensuring there is a diverse workforce that 
reflects the community is also important. There is evidence to suggest that in addition to 
improving outcomes of care, Maōri who engage with Māori health professionals also report 
greater satisfaction with their experience of using services (Huriwai et al., 2000; Maxwell-
Crawford et al., 2011). 
Two key informants discussed the systemic barriers to embedding MHS in Te Ao Māori, 
explaining that Mātauranga Māori (Māori knowledge) is not equally valued in biomedical 
models of care. The majority of health services in NZ operate within a biomedical paradigm of 
health that is strongly rooted in Western knowledge systems (Cram et al., 2003; Elers, 2014; 
Wilson et al., 2012). When services do not value different cultural healing practices and beliefs, 
it follows that their ability to meet the cultural needs, priorities and preferences of MHS-users 
and their whānau is impeded. AKI 1 suggested that until Māori cultural practices are recognised 
as valuable by the health system, Māori MHS-users will continue to be subjected to a Pākehā 
view of what wellbeing is, and what is best for them.  
2.6.11 Expanded concept: Strengths-based approaches   
Using strengths-based approaches to developing care plans and engaging with MHS-users 
arose from the MHS-user led recovery movement that gained momentum in the 1990’s. Instead 
of measuring recovery in terms of psychiatric symptom resolution, the recovery movement 
focuses on supporting people to build the capabilities and resilience they need to support their 
own wellbeing (Jacob, 2015). Jacob (2015) describes the recovery movement as inherently 
optimistic, empowering, and holistic (Table 25).  
79 
 
Table 25:  Features of the recovery movement, from (Jacob, 2015) 
 
Optimism, empowerment, and holistic understandings of wellbeing are reflected in the key 
informants’ ideas surrounding people-centred care, as they identified capability building, self-
determination, and holistic approaches to wellbeing as core elements of people-centredness. 
Hummelvoll (2015) discuss the linkages between people-centred care and the recovery 
movement, concluding that people-centred care is a necessary facilitator of recovery, and that 
the recovery movement and people-centred care share a vision of empowering MHS-users to 
build capabilities to achieve their aspirations for wellbeing. 
“Recovery, like person-centredness, is about the person trying to find meaning 
and keep control over their life situation, with support for making informed 
decisions and for real partnerships with families and services… Recovery and 
person-centred approaches involve reawakening hope for the future, 
developing a sense of meaning and purpose in life and doing the things you 
want to do. They are about taking back control over your situation and 
nurturing and pursuing ambitions.” 
(Hummelvoll et al., 2015), p. 2, 6 
In NZ, the recovery movement has evolved to address issues specific to a NZ context. O'Hagan  
et al., (2012) describe this evolution in NZ, explaining that where other countries had an 
individualised focus of recovery – whereby the goal is to empower individual MHS-users to 
recover – the recovery movement in NZ had a broader focus that included driving action among 
whānau, communities, and wider society to support recovery. Kaupapa Māori services are also 
Optimistic – at the core of the recovery movement is the wholehearted belief in people’s potential 
to be well, develop the resilience and capabilities they need for their recovery, and achieve their 
aspirations for wellness. 
Empowering – the recovery movement is an empowering and dignifying alternative to the 
traditional paternalistic biomedical approach to mental health care, as instead of viewing people 
with mental illness as chronically unwell and with limited potential for participation in society, it 
instead recognises, celebrates and supports MHS-users strengths and capabilities. The recovery 
movement recognises the value of lived-experience and advocates for the amplification of lived-
experience voices and leadership in the design and delivery of MHS. 
Holistic – the recovery movement views recovery as a journey or a process, rather than a 
destination. The objective of the recovery movement is not to erase the experience of mental 
illness and return to ‘pre-illness’ life, rather, it is to grow and empower people through their 
experience of mental illness. Rather than pathologising mental illness or seeing it as a deficit, the 
recovery movement understands mental illness to be a fully human experience – one aspect of 





underpinned by this strengths-based, recovery-oriented approach, as a core feature of kaupapa 
Māori MHS is their focus on building strengths and capabilities amongst whānau and 
communities (Te Rau Matatini, 2015). 
2.6.12 Expanded concept: Therapeutic relationship  
Many key informants discussed building therapeutic relationships as an important aspect of 
people-centredness, describing this relationship as one involving trust, open communication, 
and mutual respect. Denhov (2011) interviewed 71 MHS-users in Sweden and found that, in 
line with the key informants’ ideas about therapeutic relationships, the MHS-users viewed 
trusting and open relationships with health professional as a crucial aspect of a ‘positive helping 
relationship’ (how they described the therapeutic relationship), and that discontinuity between 
services hindered the development of therapeutic relationships.  
2.6.13 New Concept: Peer-support  
All key informants agreed that peer-support is beneficial for MHS-users. The literature 
supports this, suggesting that peer-support can positively contribute to the wellbeing of MHS-
users. MHS-users engaged with a peer-support worker are less likely to be hospitalised than 
MHS-users who are not working with a peer-support worker, confidence, sense of hope, 
empowerment, and social functioning (Repper et al., 2011).  
Table 26: Definition of peer-support, from (Mead et al., 2001) p. 135 
 
“Peer-support is a system of giving and receiving help founded on key principles of respect, 
shared responsibility, and mutual agreement of what is helpful. Peer-support is not based on 
psychiatric models and diagnostic criteria. It is about understanding another's situation 
empathically through the shared experience of emotional and psychological pain. 
When people identify with others who they feel are “like” them, they feel a connection. This 
connection, or affiliation, is a deep, holistic understanding based on mutual experience where 
people are able to “be” with each other without the constraints of traditional (expert/patient) 
relationships. 
Further, as trust in the relationship builds, both people are able to respectfully challenge each 
other when they find themselves in conflict. This allows members of the peer community to try 
out new behaviors with one another and move beyond previously held self-concepts built on 
disability and diagnosis. The Stone Center refers to this as “mutual empowerment” (Miller & 
Stiver, 1997).” 




Benefits of peer-support 
Key informants discussed peer-support relationships as invaluable therapeutic tools – non-
judgemental and compassionate relationships built on mutual experiences and understandings.  
Mead (2001)’s peer-support description (Table 26) mirrors key informants’ insights of people-
centredness. The Mead (2001) principles of shared responsibility and mutual agreement reflect 
the importance of empowering and including MHS-users in decision-making processes. The 
departure from the “traditional (expert/patient) relationship” (Mead et al., 2001) (p. 135) in a 
peer-support relationship links to key informants’ ideas concerning the unequal doctor/patient 
power dynamic that can exist between MHS-users and care providers. Finally, Mead (2001)’s 
‘trusting’ peer-support relationship draws clear parallels with the role of trust in (any) 
therapeutic relationship – another aspect of people-centredness identified by key informants. 
Therefore, it seems that peer-support – as described by Mead (2001) – is shaped by people-
centred care, as the peer-support relationship is characterised by people-centred principles and 
dynamics.  
2.6.14 New Concept: Navigators 
Many key informants identified navigating a complex and unfamiliar system as a crucial 
challenge for many MHS-users and their whānau/family/support networks. Key informants 
articulated the need for some sort of navigation and coordination role, which could support 
MHS-users and their whānau/family/support network to navigate a complex system, and assist 
in identifying and coordinating with the range of support options that suit their needs, 
preferences, values and identity. There are numerous examples of roles working across the 
health system that address these needs throughout the literature, both internationally and in NZ, 
although a there is no consistent job description or name for such roles. For example, within 
NZ these roles include cancer care coordinators (Collinson et al., 2013) and Whānau Ora 
Kaiārahi (navigators) (Whānau Ora, 2019).  
A study of care coordinator/navigators in mental health in the UK found that 
coordinators/navigators viewed building and maintaining trusting and supportive relationships 
with MHS-users as the foundation of their work – again bringing to mind the key informants’ 
insights surrounding the importance of the therapeutic relationship to people-centred care 
(Hannigan et al., 2018). The care coordinators in the study also viewed “placing the person at 
the heart of the process” (Hannigan et al., 2018) (p.5) and striving to meet MHS-users 
82 
 
individual needs as key to their practice, further demonstrating the people-centred nature of 
their work.  
Navigator roles in New Zealand 
An evaluation of care coordinators working with psychiatric inpatients found that in addition 
to improving clinical outcomes for MHS-users, care coordinators strengthened whānau/family 
participation in care (a core aspect of people-centredness) (Stewart et al., 2012). In addition to 
facilitating greater people-centredness, care coordinators were also facilitated greater 
participation of community providers in the inpatient setting (Singer dimension 3) – an issue 
raised by both Johnnie Potiki and Shaun McNeil, who identified the lack of continuity between 
community MHS and inpatient MHS as a hindrance to quality care. This strengthens the 
argument that a workforce of coordinators/navigators could be a powerful tool for ensuring 
MHS-users experience PCJUC.  
2.7  The new PCJUC model 
Bringing together the findings from the key informant interviews, Singer’s framework was 
expanded upon to develop a new PCJUC model, which is reflective of MHS-users priorities 
and perspectives within a NZ context. The PCJUC model is presented below in Figure 5 and 




Table 27: List of new PCJUC model components  
• Singer dimension 1: Coordination within services 
• Singer dimension 2: Coordination between services 
• Singer dimension 3: Coordination between health and community services  
• Based on the key informant interviews, Singer dimension 4 (Continuous familiarity with 
the person over time) has been amalgamated into ‘Therapeutic relationship’ (see 
section  2.6.4) 
• Based on the key informant interviews, Singer dimension 5 (Proactive and responsive 
action between visits) has been amalgamated into ‘Access’, which also encompasses 
‘expanded concepts’ such as cost and wait-times.  
• Singer dimensions 6 and 7: People-centredness  
▪ Self-determination 
▪ Active partnership 
▪ Expanded concept: Culturally responsive services  
▪ Expanded concept: Strengths-based approaches 
▪ Expanded concept: Holistic wellbeing 
▪ Expanded concept: De-centralising services and re-centralising people 
▪ Expanded concept: Therapeutic relationships 
▪ Expanded concept: Building capabilities 
• New concept: Peer-support 
• New concept: Navigation 




Figure 5: The new PCJUC model5  
The PCJUC model depicts people-centred care (and its various components) at the centre of 
the model, with various aspects of joined-up care encircling it. This is intended to provide a 
visual representation of de-centralising services and re-centralising people in systems and 
processes.  
Some people-centred care components at the centre of the model relate directly to the Singer 
framework dimensions (indicated with a yellow *), including self-determination and active 
partnership in decision-making. Other people-centred care components – culturally responsive 
services, building capabilities, therapeutic relationship, de-centralising services and re-
 
5 Y      *                              PCJUC                           ’          k  
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centralising people, holistic wellbeing, and strengths-based approaches – were identified in the 
key informant interviews as important aspects of people-centred care for MHS-users in NZ.  
The light green ring surrounding the people-centred care components contains the various 
joined-up care concepts discussed in this chapter. Most of these joined-up care concepts are 
related directly to Singer’s dimensions – coordination within services (Singer dimension 1), 
coordination between services (Singer dimension 2), and coordination between health and 
community/social services (Singer dimension 3). Also in this joined-up care ring is the concept 
‘information sharing’, which was raised in the key informant interviews as an integral 
facilitator of joined-up care. This concept was identified by the key informants as an expansion 
of Singer’s coordination dimensions, as the key informants perceived it to entail not only 
information sharing processes, but MHS-users’ agency and self-determination (core people-
centred care concepts) surrounding what information is shared, with whom, and when.  
The inner ring bridging the people-centred care and joined-up care concepts includes peer-
support and navigation, both of which were generated in the key informant interviews. 
Depicting these new concepts as a bridge between people-centred care and joined-up care is 
intended to demonstrate the place of peer-support and navigation roles as potential facilitators 
of people-centred care and various coordination processes.  
Finally, access is placed alone in the outermost ring, surrounding all the people-centred care 
and joined-up care concepts, reflecting the fundamental reality that without access to services, 
all notions of PCJUC become void. The access ring includes the geographical accessibility of 
services, the cost of services, the availability/existence of services, the availability of transport 
to/from services, the criteria for accessing services, wait times for appointments, and more. 
 
  
Chapter 2 Summary 
• Ten key informants were interviewed to gain their expert insights into what PCJUC 
entails, or should entail, for MHS-users in NZ. The insights offered by the key informants 
were used to modify, and expand upon, Singer’s framework, resulting in the development 
of the PCJUC model. The PCJUC model is intended to depict how PCJUC can be 
conceptualised for MHS-users in NZ. 
Next Chapter: Scoping Review 
• A scoping review of existing self-report measures of people-centred care and/or 
integrated care (joined-up care) was undertaken. The measures meeting the inclusion 
criteria were synthesised and mapped against the PCJUC model. This informed the 






Chapter 3: Scoping Review 
3.1    Introduction  
Developing the draft PCJUC-Q v1.0 first required an understanding of existing self-report 
measures of concepts related to PCJUC – the topics and ideas surrounding PCJUC that are 
included (or omitted) in these existing measures, the way these measures are designed, how the 
questions in the measures are worded, and how responses captured in the measures. Scoping 
reviews ‘map out’ a field of literature (Arksey et al., 2005). They aim to identify and make 
sense of all the relevant literature in a field of study, rather than answer narrowly defined 
research questions or critically appraise studies (Arksey et al., 2005).  
Based on their own experience of reviewing mental health literature, Arksey & O’Malley 
(2005) developed a systematic process for undertaking scoping reviews. For this scoping 
review, Arksey & O’Malley’s (2005) six-step scoping review framework was followed, 
together with recommendations building on this framework by Levac et al. (2010).  
3.2 Step 1: Identifying the research question 
Arksey & O’Malley (2005) suggest developing broad initial research questions, the parameters 
of which can be narrowed if required as the review progresses. Levac et al., (2010) also 
recommend defining the purpose of the scoping review and linking the research question/s to 
this purpose (Levac et al., 2010).  
3.2.1 Purpose of the scoping review: 
To identify MHS-user measures of integrated care and/or people-centred care in the 
literature and analyse the key concepts underpinning such measures, for the purpose of 
informing the development of the draft PCJUC-Q.  
The purpose of the scoping review relates to Objective 3 of this thesis: “To determine the key 
themes and components of existing (international and national) self-report questionnaires of 
people-centred care and/or integrated care for MHS-users, or if such questionnaires do not 
exist, to determine the key themes and components of existing ‘generalised’ (non-mental health 
related) questionnaires of people-centred care and/or integrated care” (Table 3). 
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3.2.2 Scoping Review Objectives: 
To address thesis Objective 3, three scoping review objectives and four scoping review 
research questions were developed (Table 28). 
Table 28: Scoping review objectives and research questions 
 
3.3 Step 2: Identifying relevant studies 
With the assistance of a reference librarian at the University of Otago, an initial search strategy 
template was developed for use in PsycINFO. The template was built in two phases to create 
breadth and depth. In phase one, the subject headings and related terms of each key concept of 
the search (‘integrated care’, ‘measures/tools’, ‘patient-experience’, and ‘mental health 
services’) were identified and combined with a selection of key words using the Boolean 
operator ‘OR’. This provided a broad search of each concept. The key concept searches were 
then brought together using the Boolean operator ‘AND’ to produce a master search line 
Scoping review objectives  Scoping review research questions 
A) To systematically identify and 
describe existing self-reported 
measures of integrated care and/or 
people-centred care, with a particular 
focus on measures (questionnaires) 
designed to capture the experiences 
of MHS-users.  
B) To determine if the measures 
identified in Scoping Review 
Objective A were developed based on 
existing theories, models, or 
frameworks of integrated care and/or 
people-centred care. 
C) To analyse the key themes and topics 
the identified measures assess, the 
way questions relating to these 
themes and topics are worded and 
presented to respondents, and the 
approaches used to measure 
question responses (such as whether 





1. What self-reported measures (i.e. 
measures collecting data directly from 
MHS-users rather than from clinicians 
or other people) exist to evaluate 
MHS-users’ experiences of 
integration and people-centredness, 
within and between services? 
2. Are the measures identified in 
Scoping Review Research Question 1 
built upon existing theories, models, 
or frameworks of integrated care 
and/or people-centred care? 
3. What are the key themes and topics 
of integrated care and/or people-
centred care that the measures 
identified in Scoping Review 
Research Question 1 assess? 
3.1. How are questions relating to 
these key themes and topics 
worded, presented, and 
measured?  
4. How do the key themes, topics and 
questions in the measures identified 
in Research Question 1 map to the 
PCJUC model developed as part of 





containing a broad search of all key concepts. An additional search re-combining the key word 
search lines from each key concept was carried out using ‘proximity indicators’, such as 
“‘integrated’ adj2 ‘care’”, which searched for ‘integrated’ within two words of ‘care’. In phase 
two of building the search strategy, this proximity search was combined with the earlier master 
subject heading and key word search line using ‘OR’. Combining these two search approaches 
ensured the literature was comprehensively searched, while maximising the capture of relevant 
material.  
This PsycINFO search strategy template was then adapted for Medline (Ovid), Scopus, and an 
EBSCO host search through Cinahl that also included Academic Search Complete, and 
Psychology and Behavioural Sciences Collection with necessary database-dependent minor 
amendments to the search strategy template (all search strategies are available in Appendix 2). 
Two health sciences reference librarians advised the selection of these databases to ensure 
relevant medical and allied health literature was captured, as well as a broad range of indexed 
journals.  
A more substantial amendment was required in the Medline (Ovid) search strategy to restrict 
search results to a quantity feasible for screening. This required search results to include the 
‘integrated care’ concept key word search terms (see line 20 of the Medline (Ovid) search 
strategy, Appendix 2). The librarians advised on the refinement of each database’s search 
strategy to maximise the capture of relevant results whilst ensuring the quantity of search 
results each database produced was feasible to screen. The results from each database search 
were exported to Endnote referencing software, where 54 duplicates were removed, resulting 









3.4 Step 3: Study Selection 
Initial title and abstract screening to broadly determine if citations are at all relevant to the 
review was followed by a full-text review of citations that progressed through the title and 
abstract screen. The inclusion and exclusion criterion for each stage of study selection in 
scoping reviews were developed in an iterative manner (Arksey et al., 2005; Levac et al., 2010). 
To improve the rigour of the scoping review, both stages of screening should involve at least 
two reviewers independently applying the criterion to the citations and the two independent 
reviewers should meet regularly throughout the screening process to discuss their selection 
decisions and reduce inconsistencies between the reviewers (Arksey et al., 2005; Levac et al., 
2010). 
3.4.1 Phase I: title and abstract screening  
 
References were independently screened in alphabetical order by the two independent 
reviewers, HK (the student researcher) and SD (the primary academic supervisor of this thesis), 
according to the “Phase I inclusion and exclusion criteria” shown in Table 29. Initially, the 
Table 29: Phase I inclusion and exclusion criteria 
Inclusion Criteria Exclusion Criteria 
• Centres on the development, validation 
and/or use of a measure (e.g. a survey, 
questionnaire, rating scale) 
• This measure must be focussed on 
assessing service-user perspectives, 
experiences, needs and/or views in relation 
to one or more aspects of the PCJUC 
model (see Chapter 2: Key Informant 
Interviews).  
• The studies’ populations of interest (i.e. 
target audience) must be aged 18 years or 
over. 
• To ensure all relevant papers are captured, 
papers will be long-listed for full-text review 
if their abstracts indicate they centre on the 
development/validation/use of a measure of 
integrated care and/or people-centred care 
from the perspective of service-providers. 
However, papers will only be included in the 
final selection (following full-text review) if 
these measures also assess service-user 
experiences/perspectives.  
• The publication is not about the 
development, validation and/or use of a 
measure (e.g. is about gathering 
descriptive data about service-users 
experiences, such as through focus group 
discussions or interviews).  
• The measure being developed, validated, 
or used does not assess service-user 
needs, perspectives, experiences, and/or 
views in related to PCJUC (e.g. the 
measure assesses clinical outcomes).  
• The measure being developed, validated 
and/or used is intended for use among 
service users under the age of 18 
• The abstract for the publication is not 





reviewers convened regularly (i.e. after every 30 or so references) to compare decisions and 
resolve discrepancies, with a detailed record of initial decisions, discrepancies between 
reviewers, final decisions, and reasons for exclusions recorded in an excel spreadsheet (e.g. 
Table 31). Convening frequently at the beginning of the title and abstract screening process 
also provided the opportunity for the inclusion and exclusion criteria to be refined and clarified 
based on common disagreements or in light of characteristics of studies that were not 
previously considered. For example, the decision was made to long-list studies that focused on 
health care provider-centred measures for full-text review, in case they included a service user 
dimension or other relevant material. Additionally, the requirement that the target audience of 
measures of integrated care be over the age of 18 years was added, due to the number of child 
and adolescent targeted measures. 
The average initial (pre-discussion) agreement rate between the two reviewers was 78%, 
however, the reviewers reached 100% agreement following discussion of discrepancies. Once 
the criteria were sufficiently refined – a threshold characterised by fewer discrepancies between 
the reviewers’ decisions – the reviewers convened less regularly (i.e. approximately after every 
100 references).  
Numerous publications met more than one of the exclusion criteria, however, to simplify data 
collection, only one reason for each publication’s exclusion was recorded. The reason for each 
publication’s exclusion was reported using the hierarchy shown in Table 30. 
Table 30: Hierarchy of title and abstract screening exclusion criteria 
 
1. The abstract for the publication is not available in English 
2. The publication is not about the development, validation and/or use of a measure  
3. The measure being developed, validated, and/or used does not assess service-users’ 
perspectives, experiences, needs and/or views in related to integrated care and/or people-
centred care  (e.g. the measure assesses clinical outcomes) 
4. The measure being developed, validated and/or used is intended for use among service users 





3.4.2 Phase II: full-text screening  
Following the title and abstract screening process, 147 papers were included for full-text 
review. Due to time constraints, SD was unable to independently review all 147 papers selected 
for full-text review. Instead, SD reviewed 30 papers (20%); the first of every five papers from 
the alphabetized list of ‘included’ publications. The full-texts were reviewed in a step-wise 
manner. For every group of thirty papers HK reviewed, SD independently reviewed 6 of them 
(selected using the ‘every fifth paper’ method described above). SD recorded these decisions, 
along with the reasoning behind each decision, in an excel spreadsheet that was shared with 
HK. There was an initial (pre-discussion) agreement rate of 90%; following discussion, the 
reviewers reached 100% agreement.  













SD – IN 
HK – OUT  
Not about the 
development/vali
dation/use of a 
measure – 
(excluding for the 
same reasons as 
Abraham et al 
2017). 
Possibly Singer 
dimensions 1 and 
6 - doubt we will 
retain it but full 










et al 2017). 






SD – IN  
HK – IN  




to all 7 Singer 




Table 32: Phase II inclusion and exclusion criteria for full-text review 
 
The Phase II inclusion and exclusion criteria were developed iteratively (Arksey et al., 2005; 
Levac et al., 2010). While the initial criteria were developed before full-text reviewing 
commenced, robust discussions between the two reviewers throughout the full-text review 
process enabled the criteria to be refined to better meet the aims and objectives of the scoping 
review. For example, the initial inclusion criterion stated that measures must be used in the 
context of a service-user accessing multiple services. However, after trialling the criteria on a 
sample of full-texts, it was found that this resulted in the exclusion of a number of relevant and 
interesting measures of integrated care and/or people-centred care. Subsequently, upon 
discussion between HK and SD this requirement was removed. The final “Phase II inclusion 
and exclusion criteria” is shown in Table 32. 
Inclusion Criteria Exclusion Criteria 
• Centres on the development, validation 
and/or use of a “measure” (e.g. a survey, 
questionnaire, scale) for service-users to 
complete 
• This measure must seek to assess the 
service-user’s experience or perspective of 
integrated care and/or people-centred care, 
relating to one or more aspects of the 
PCJUC model (see Chapter 2: Key 
Informant Interviews). 
• If the measure does not assess one or more 
of the above dimensions of the PCJUC 
model, but instead assesses a different 
aspect of integrated care and/or people-
centred care, this aspect must be 
presented/discussed/theorised within the 
paper as relevant to integrated care and/or 
people-centred care. 
• The measure must be either: 
• Included in the paper 
• Available elsewhere online 
• Retrievable from the corresponding 
author (following email contact) 
• The measure is unavailable online and 
cannot be retrieved following email contact 
with the corresponding author/s. 
• The full-text of the publication is not 
available in English 
• The measure does not assess service-user 
experiences of one or more of the aspects 
of the PCJUC model, or other integrated 
care and/or people-centred care concepts 
(i.e. assesses provider experiences or 
perspectives). 
• The measure seeks to understand service-
user satisfaction of care/services and/or 
clinical preferences (e.g. “would you rather 
receive X treatment or Y treatment?”), and 
does not assess one or more aspect of the 
PCJUC model, or other integrated care 
and/or people-centred care concepts listed 
above. 
• The health context in which the measure 
has been designed and applied means the 
questions in the measure, or the way the 
measure frames service users’ experiences 
of integrated care, are not relevant to MHS-
users (e.g. a measure that is designed to 
assess HIV patient’s experiences of 
accessing new frontline medications).  
• The publication identified by the database 
searches is for a conference abstract which 





When more than one of the exclusion criteria applied to some papers. In such cases, only one 
reason for exclusion was reported, based on the hierarchy shown in Table 33. 
Table 33: Hierarchy of full-text screening exclusion criteria 
 
In 13 cases, the measure looked to be relevant but was not included in the paper or able to be 
located from online sources. The corresponding authors of these publications were contacted 
via email to request a copy of the measure, resulting in the successful retrieval of four measures. 
Where the measure was unobtainable, these papers were subsequently excluded from the 
review. 
  
1. The full-text of the publication is not available in English. 
2. The citation is for a conference abstract, of which there is no published work. 
3. The measure is unavailable online and cannot be retrieved following email contact with 
the corresponding author. This was recorded as the reason for exclusion if the author/s 
did not respond or provide the measure within two weeks of being contacted. 
4. The measure does not assess service-user experiences of integrated care and/or people-
centred care. 
5. The measure seeks to understand service-user satisfaction of care/services and/or 
clinical preferences, and does not assess one or more dimensions of integrated care 
and/or people-centred care.  
6. The health context in which the measure has been designed and applied means the 
measure is not relevant to MHS-users.  
7. The publication identified in the database searches is for a conference abstract which 
does not have an associated published article. 
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Table 34: Full text papers included in the scoping review  
 
Initial 53 papers searched following Phases I and II of screening 
1.  (Abrahamson et al., 2017) 28.  (A. L. Jones et al., 2016) 
2.  (Adnanes et al., 2019) 29.  (Joober et al., 2018) 
3.  (Aller et al., 2013) 30.  (Joyce et al., 2010) 
4.  (Ayanian et al., 2010) 31.  (Kilpatrick et al., 2019) 
5.  (Bakker et al., 2014) 32.  (King et al., 2009) 
6.  (Banfield et al., 2018) 33.  (Korner et al., 2017) 
7.  (Beesley et al., 2018) 34.  (Mares et al., 2008) * 
8.  (Burgers et al., 2010) 35.  (McGuiness et al., 2003) 
9.  (Catty et al., 2012) * 36.  (Perdok et al., 2018) 
10.  (Clark et al., 2008) * 37.  (Radwin et al., 2019) 
11.  (Corte, 2015) 38.  (Ramond-Roquin et al., 2018) 
12.  (Cramm et al., 2014) 39.  (Reeve et al., 2017) 
13.  (Davis et al., 2008) 40.  (Rose et al., 2009) * 
14.  (Delaney et al., 2015) * 41.  (Scrymgeour et al., 2013) 
15.  (Durbin et al., 2004) * 42.  (S. J. Singer et al., 2013) 
16.  (Friedberg et al., 2019) 43.  (A. Sweeney et al., 2012) 
17.  (Hadjistavropoulos et al., 2004) 44.  (Theodoridou et al., 2015) 
18.  (Hadjistavropoulos et al., 2008) 45.  (Tzelepis et al., 2015) 
19.  (Haggerty et al., 2012) 46.  (Uijen et al., 2011) 
20.  (Hamovitch et al., 2018) * 47.  (Uijen et al., 2012) 
21.  (Harley et al., 2009) 48.  (Uittenbroek et al., 2016) 
22.  (Haugum et al., 2017) * 49.  (Vrijhoef et al., 2009) 
23.  (R. D. Hays et al., 2014) 50.  (Wilberforce et al., 2018) * 
24.  (Hill et al., 2014) 51.  (Yee-Ting Cheng et al., 2014) 
25.  (Iezzoni et al., 2015) 52.  (Young et al., 2011) 
26.  (Iezzoni et al., 2017) 53.  (Zlateva et al., 2015)} 
27.  (Ignatyev et al., 2017) *  
Papers identified through backward searching of mental health specific papers  
1.  (Agnew‐Davies et al., 1998) 11.  (Evans et al., 2012) 
2.  (Bautista et al., 2016) 12.  (Gulliford et al., 2011) 
3.  (Berendsen et al., 2009) 13.  (Mercer et al., 2004) 
4.  (Bjertnaes et al., 2011) 14.  (Pettersen et al., 2004) 
5.  (Bjertnaes et al., 2015) 15.  (Safran et al., 2006) 
6.  (Bova et al., 2006) 16.  (Sjetne et al., 2011) 
7.  (Center for Mental Health Services, 1996) 17.  (Suhonen et al., 2000) 
8.  (Danielson et al., 2008) 18.  (Van der Feltz-Cornelis et al., 2004) 
9.  (De Witte et al., 2006) 19.  (Ware et al., 2003) 
10.  (Eisen et al., 1999)  
Paper/measure identified through a key informant 
1.  (Health Quality and Safety Commission, 2019) 




In total, 74 papers were included following full text review (Table 35). Initially, 54 papers were 
included following screening Phases I and II. (Table 34). The bibliographies of papers specific 
to a mental health context also underwent backwards searching (indicated by a red * in Table 
34). Restricting backwards searching to measures designed specifically for MHS-users helped 
to maximise the relevance of the ‘alternative sources’ findings to the development of the draft 
PCJUC-Q. Of these ‘backwards’ searches, 26 papers met the title and abstract screening criteria 
and proceeded to full-text review; of these papers, 19 (73%) also met the full-text criteria and 
were included in the review. Additionally, one measure identified by a key informant was 
included in the scoping review. The papers identified through backwards searching and from 
the key informant are shown in Figure 6 under ‘alternative sources’. Across the 74 papers, 64 
measures of integrated and/or people-centred care were identified (some measures were used 
in multiple different papers). 
3.5 Step 4: Charting the data 
Two separate data charting forms were applied to the 74 eligible full-texts. The first described 
the characteristics of the studies and measures, such as the country and year in which it was 
developed, the population the measure was intended for, whether or not the measures were 
underpinned by a theory of integrated and/or people-centred care. These variables provide 
context for the measures and address Scoping Review Research Question 2 (Table 28). The 
full table is included in Appendix 3; a summarised short-form version in Table 36.   
97 
 
Table 35: List of papers included in the scoping review, organised by measure 
 Name of Measure Source author 
‘Included’ papers citing 
measure 
1.  
Assessment for Care of 
Chronic Conditions 
Survey (ACCC)   
Abrahamson et al. 
(2017) 
• Abrahamson et al. (2017) 
2.  
Alberta Continuity of 
Services Scale - Mental 
Health (ACSS-MH) 
Durbin et al. (2004) • Durbin et al. (2004) 
• Joyce et al. (2010) 






Young et al. (2011) • Beesley et al. (2018) 
• Young et al. (2011) 
4.  
Carewell in hospital 
questionnaire 
Bakker et al. (2014) • Bakker et al. (2014) 









Cott et al. (2006) • Korner et al. (2017) – utilised the 
short-form CCRQ-15; the full CCRQ 
has been charted this table and table 
2 
8.  
Client Perceptions of 
Coordination 
Questionnaire (CPCQ) 
McGuiness et al. 
(2003) 





Corte (2015) • Corte (2015) 
• Delaney et al. (2015) 
10.  
Consumer Assessment 
of Healthcare Providers 
and Systems 
(CAHPS) survey 3.0® 
Hays et al. (1999) 
(original version 1.0) 
• Hays et al. (2014) 




of care measure (CPC) 
Clark et al. (2008) • Clark et al. (2008) 
12.  
CONTINU-UM Rose et al. (2009) • Rose et al. (2009) 
• Sweeney et al. (2012) 
• Adnanes et al. (2019) 
13.  
Health in Community 
Survey (HCS) 
Iezzoni et al. (2015) • Iezzoni et al. (2015) 
14.  
Heart Continuity of 
Care Questionnaire 
(HCCQ) 





Hibbard et al. (2004) • Abrahamson et al. (2017) – an 
amended version of the original PAM 
16.  
Measuring Patient 
Experiences in Primary 
Health Care 
(MPEPHC) Survey 




Harley et al. (2009) • Harley et al. (2009) 
18.  
Medical Home Care 
Coordination Survey 
(MHCCS) 




Uijen et al. (2011) • Perdok et al. (2018) 
• Uijen et al. (2011) 
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• Uijen et al. (2012) 
20.  
Patient Assessment of 
Chronic Illness Care 
(PACIC)  
Glasgow et al. (2005) • Cramm et al. (2014) – shortened 
version 
• Uittenbroek et al. (2016) – an adapted 
version for elderly patients (PAIEC) 
• Vrijhoef et al. (2009) 
21.  
Patient-Centred Care in 
Primary Care Scale 
(PCCPCS) 





Reeve et al. (2017) • Reeve et al. (2017) 
23.  
Patient-Centred 
Inpatient Scale (P-CIS) 
Coyle et al. (2001) 
Developed the initial 
question set, from 
which the P-CIS  has 
been taken 




(PCMH) survey 3.0 
Scholle et al. (2012) 
– developed PCMH 
1.0; version 3.0 has 
been charted here 
and can be found at 
Agency for 
Healthcare Research 
and Quality (2019)  
• Hays et al. (2014) 









• Ramond-Roquin et al. (2018) 
26.  





• Hadjistavropoulos et al. (2008) 
27.  
Patient Experience of 
Integrated Care Scale 
(PEICS) 





treatment for substance 
dependence (PEQ-
ITSD) 
Haugum et al. (2017) • Haugum et al. (2017) 
29.  
Patient Perceived 
Continuity from Multiple 
Clinicians (PPCMC) 
Haggerty et al. (2012) • Haggerty et al. (2012) 
• Ramond-Roquin et al. (2018) 
30.  
Patient Perceptions of 
Integrated Care 
surveys (PPIC) 
PPIC 1.0:  
S. J. Singer et al. 
(2013) 
PPIC 2.1:  
Friedberg et al. 
(2019) 
• PPIC 1.0:  
• S. J. Singer et al. (2013) 
• PPIC 2.1:  
• Friedberg et al. (2019) 
• Only the PPIC 2.1 was charted in 





Scrymgeour et al. 
(2013) 
• Scrymgeour et al. (2013) 
32.  PSQ   Marshall et al. (1994) • Vrijhoef et al. (2009) 
33.  
Patient's specific 
experiences with care 
Adapted from the 
CAHPS survey by 
Hays et al. (2014) 




6 Found through backwards searching of Delaney et al. (2015) 
7 Found through backwards searching of Haugum et al. (2017) 
and overall rating of 
care 
34.  
Perceptions of team 
effectiveness (PTE) 
questionnaire  





in Recovery version 
(PCCPQ-PIR) 





Wilberforce et al. 
(2018) 





Iezzoni et al. (2017) • Iezzoni et al. (2017) 
38.  
Quality of Patient-
Centred Cancer Care 
(QPCCC) measure 
Tzelepis et al. (2015)  • Tzelepis et al. (2015) 
39.  
Scale for Evaluation of 
Psychiatric Integrative 
and Continuous Care 
(SEPICC) 
Ignatyev et al. (2017) • Ignatyev et al. (2017) 
40.  








• Catty et al. (2012) 
• Adnanes et al. (2019) 












Fund & Harris 
Interactive, 2008) 





King et al. (2009) • King et al. (2009) 
44.  
Subjective measure of 
coordination  





Yee-Ting Cheng et 
al. (2014) 
• Yee-Ting Cheng et al. (2014) 
Measures identified through backwards searching 
46.  
Quality of Care 
Measure – Patient 
Report Form (QOC-P) 
Danielson et al. 
(2008) 
• Delaney et al. (2015)6 
47.  
Views on Inpatient 
Care (VOICE) 




Pettersen et al. 
(2004) 
• Haugum et al. (2017) 7 
49.  
Generic Short Patient 
Experiences 





8 Found through backwards searching of Rose et al. (2009). 
9 Found through backwards searching of Ignatyev et al. (2017), which generated a large systematic review of existing measures 
by (Bautista et al., 2016). This review was included in the backwards searching, and the results of the review screened to identify 
relevant measures. 







Bjertnaes et al. 
(2011) 





Questionnaire – onsite 
(PIPEQ-OS) 
Bjertnaes et al. 
(2015) 
• Haugum et al. (2017) 7 




Agnew‐Davies et al. 
(1998) 
• Bautista et al. (2016) 9 
54.  
The Ambulatory Care 
Experiences Survey 
(ACES) 
Safran et al. (2006) • Bautista et al. (2016) 9 
55.  
Client Centred Care 
Questionnaire (CCCQ) 
De Witte et al. (2006) • Bautista et al. (2016) 9 
56.  
The Consultation and 
Relational Empathy 
(CARE) measure 
Mercer et al. (2004) • Bautista et al. (2016) 9 
57.  
Consumer Assessment 
of Behavioral Health 
Survey (CABHS) 
Eisen et al. (1999) • Eisen et al. (2001) in Bautista et al. 
(2016) 9 
58.  




Center for Mental 
Health Services 
(1996) 
• Eisen et al. (2001) in Bautista et al. 
(2016) 9 
59.  
The Consumer Quality 
Index (CQ-index) 
Continuum of Care 
Berendsen et al. 
(2009) 
• Bautista et al. (2016) 9 
60.  
The Health Care 
Relationship (HCR) 
Trust scale 












Cornelis et al. (2004) 





Gulliford et al. (2011) • Bautista et al. (2016) 9 
Measures identified through key informants 
64.  
Primary Care Patient 
experiences survey 
Health Quality and 
Safety Commission 
(2019) 




The second charting form addressed Scoping Review Research Questions 3 – 4 (Table 28). 
Questions from the measures from each ‘included’ paper were mapped to the new PCJUC 
model, verbatim. Questions were not charted to the ‘de-centralising services and re-centralising 
people’ aspect of the PCJUC model, as this aspect emerged from the key informant interviews 
as an important principle of people-centred care, but is operationalised through the other 
aspects of people-centred care (e.g. through supporting self-determination). The full charting 
form is provided in Appendix 3, with a summary showing the number of measures relating to 
each aspect of the PCJUC model shown in Table 37. Additionally, samples of the mapped 
questions are shown in Table 38 and Table 39. 
3.6 Step 5: Collating, summarising and reporting 
the results  
Levac et al., (2010) argue that scoping reviews require an “analytical reinterpretation” of the 
field of literature. Consequently, this review implemented the following systematic three-step 
approach to collating, summarising and reporting the results of the review. 
Key characteristics of the 64 measures included in the scoping review are summarised in Table 
36. The majority of the measures were developed in the US and nine in Canada. Only two 
Table 36: Characteristics of the 64 included 
measures 
Country n 
Developed in the UK 11 
Developed in Europe 14 
Developed in the US 24 
Developed in Canada 9 
Developed in Australia 3 
Developed in New Zealand 2 
Developed multi-nationally  1 
Health Context 
Mental Health (including AOD) context 18 
Chronic illnesses context 15 




Cross-service integration/people-centred care 
constructs 
24 






measures were developed NZ – the Patient Satisfaction Questionnaire (Scrymgeour et al., 
2013) and the Primary Care Patient Experiences Survey (Health Quality and Safety 
Commission, 2019). Neither of these NZ measures were specifically developed for MHS-users. 
One measure was developed and administered in a multi-national context, as it was used in the 
2008 Commonwealth Fund International Health Survey of Sicker Adults (Commonwealth 
Fund & Harris Interactive, 2008).  
Table 37 presents a summary of the number of measures mapped to each aspect of the PCJUC 
model. Many measures included questions from different aspects of the model. Almost all 
measures addressed an aspect of people-centredness, and most measures also included 
questions relating to aspects of joined-up care. Fourteen measures exclusively measured 
people-centred care constructs. A list of the measures is provided in Table 35. 
Gaps in measures 
Aspects of the new PCJUC model derived from Singer’s framework were collectively well 
canvassed by the identified measures  (e.g. the joined-up care dimensions). However, relatively 
few measures included questions relating to the new or expanded aspects of the PCJUC model 
raised by the key informants. Specifically, questions asking about culturally responsive 
Table 37: Number of measures assessing each of the 
PCJUC model’s constructs 
People-centred care  n 
Culturally responsive services  5 
Self-determination 11 
Active participation in decision-making 44 
Strengths-based approaches 6 
Holistic wellbeing 18 
Therapeutic relationship 38 
Accessibility of information for service-user  26 





Coordination within services 15 
Coordination between services 30 
Coordination between health services and community 
services  
8 






services, strengths-based approaches, building capabilities, peer-support, and navigators in the 
measures were not as common. Given the inequities faced by Māori MHS-users in access to 
and experiences of care, and given services’ obligations to uphold Te Tiriti o Waitangi, the 
paucity of measures assessing experiences of culturally responsive services is a critical gap to 
address when developing the draft PCJUC-Q for use in NZ.  
3.6.1 Reporting the results  
From the 74 eligible papers, this scoping review identified 64 measures assessing aspects of 
the new PCJUC model. Many measures included questions relating to active participation in 
decision-making (44), therapeutic relationships (38), coordination between services (30), and 
access (38). However, few measures included questions relating to culturally responsive 
services (five), strengths-based approaches (six), building capabilities (nine), peer-support 
(nine), or navigators (six) – some of the expanded and new PCJUC concepts identified by key 
informants. Only two measures were developed in NZ, neither of which were developed 
specifically for MHS-users. 
Table 38 and Table 39 present a sample of questions (verbatim) from measures included in the 
scoping review that relate to the PCJUC model. A full table displaying all relevant questions 
from the 64 included measures charted to the PCJUC constructs is provided in Appendix 4. 
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Table 38: Sample charting of questions from included measure to people-centred care 
constructs 






Patient Satisfaction Questionnaire: “The service provided by the 
practice nurse(s) acknowledges and respects my cultural values 
and beliefs” (Q1) 
Scrymgeour 
et al. (2013) 
Self-
determination 






PCCPQ-PIR: “I feel like when my provider and I work on a recovery 
plan, we work together as a team” (Q13) 





CPC: “I was asked about my personal strengths and coping skills” 
(Q13) 




CPC: “The services I receive treat me as a whole person rather than 
pulling me apart into separate problems” (Q15) 




CCRQ: “The program staff treated me as a person instead of just 
another case” (Q5) 






PTE: “Team members share relevant information to help me make 





PCCPQ-PIR: “I feel like my plan helps me get back involved in my 
community, not just in places that provide services for people with 
mental illness” (Q24) 





Table 39: Sample charting of questions from included measures to facilitator, joined-up care, 
and access constructs 
 
3.6.2 Applying meaning to the results 
This scoping review sought to identify existing self-report measures of integrated and/or 
people-centred care (question 1), identify the key themes of the measures (question 2), and map 
the question items from the measures to the new PCJUC model (question 3) (Table 40).  
The scoping review identified 64 measures of integrated and/or people-centred care.  
Collectively, the measures comprehensively covered aspects of the PCJUC model taken from 
Singer’s framework – those relating to coordination within services, coordination between 
services, and information sharing processes. This provides further confirmation that these are 
aspects of PCJUC are considered important to people across a broad range of countries, health 
contexts, and service configurations. Some of the ‘expanded concepts’ in the PCJUC model – 
the therapeutic relationship, access, and active participation in decision-making – were also 
included in some measures included in the scoping review. This is encouraging, indicating that 





CONTINU-UM: “Over the past 12 months, have you had 
support from other people who have experienced mental 
distress?” (Q15b) 
Rose et al. 
(2009) 
Navigation 
MCQ: “I want one doctor to coordinate all the care I receive” 
(Q3) 
Harley et al. 
(2009) 
Joined-up care constructs  
Coordination 
within services 















Patient Satisfaction Questionnaire: “The general practice I 
attend has been able to provide or refer me to whatever 
support I have needed” (Q9) 
Scrymgeour 
et al. (2013) 
Information 
sharing 
MHCCS: “After I leave the hospital, my primary care team 
(PCT) knows about new prescriptions or if there was a change 





ACSS-MH: “I've been refused admission to certain programs 
and was unable to understand why” (Q14) 





Table 40: Scoping review research questions 
 
However, some aspects of the new PCJUC model were not well-covered by the measures 
identified in the scoping review. Few measures assessed experiences of culturally responsive 
services, holistic wellbeing, building capabilities, strengths-based approaches, peer-support, or 
navigation. This suggests that although these concepts were identified as important aspects of 
PCJUC for MHS-users in NZ by the key informants, these concepts may not have been well-
explored within the literature to date. The paucity of included measures developed in NZ – 
neither of which are mental health-specific – further demonstrates that although PCJUC is 
valued by the key informants and discussed in national-level documents such as He Ara Oranga 
(2018), a gap exists in measures that directly assess (or learn from) MHS-users’ experiences of 
these concepts in NZ.  
This scoping review demonstrated the strength of Singer’s framework as the initial conceptual 
foundation stone for development of the first version of the draft PCJUC-Q, with Singer’s 
dimensions being addressed within a range of measures included in the scoping review. 
However, most of the concepts of the new PCJUC model that expanded on Singer’s framework, 
or as new concepts not within Singer’s framework, were not well represented in the measures 
included in the review. This, combined with the lack of NZ-specific measures, further supports 
the need for a new measure to be developed that is specific to MHS-users in NZ, and 
comprehensively covers the full range of PCJUC concepts identified in Chapter 2.  
3.7 Step 6: Consultation with stakeholders  
The quality of the evidence generated in a scoping review is undoubtedly enhanced when 
stakeholders – both practitioners and service-users – actively participate (Arksey et al., 2005). 
Scoping review research questions 
1. What self-reported measures (i.e. measures collecting data directly from MHS-users rather than 
from clinicians or other people) exist to evaluate MHS-users’ experiences of integration and 
people-centredness, within and between services? 
1.1. Are the measures identified in Scoping Review Research Question 1 built upon existing 
theories, models, or frameworks of integrated care and/or people-centred care? 
2. What are the key themes and topics of integrated care and/or people-centred care that the 
measures identified in Scoping Review Research Question 1 assess? 
2.1. How are questions relating to these key themes and topics worded, presented, and 
measured?  
3. How do the key themes, topics and questions in the measures identified in Research Question 1 




While Arksey & O’Malley (2005) present stakeholder consultation as an optional exercise, the 
final recommendation from Levac et al. (2010) is that consultation with stakeholders be a 
required feature of scoping reviews, as the lived-experience adds rigour to the study.  
Stakeholder consultation should occur throughout the scoping review process (Arksey et al., 
2005). Within this scoping review the PCJUC model, which was developed based on the 
insights and perspectives offered by key informants (Chapter 2), was used as a mechanism for 
stakeholder input into the review process. The aspects of the PCJUC model were first used as 
the framework for charting the questions of each measure included in the scoping review (Step 
4: Charting the data). This data was then analysed through the lens of the PCJUC model (Step 
5: Collating, summarising and reporting the results).  
Using the PCJUC model as a framework ensured that the data generated in this scoping review 
was charted and analysed within the context of the key informants’ understandings of PCJUC 
within a mental health and addictions context in NZ. In turn, this data – analysed within the 
context of the PCJUC model – was synthesised to develop sample questions for the draft 
PCJUC-Q. Further stakeholder consultation on the draft PCJUC-Q itself was undertaken with 
a focus group of current/recent MHS-users (Chapter 5) and through face validity checking 




Chapter 3 Summary: 
• A scoping review of existing self-report measures of integrated care and/or people-centred care 
was undertaken. Measures meeting the inclusion and exclusion criteria were charted against the 
new PCJUC model developed in Chapter 2, following the key informant interviews.  
• Analysis of the measures demonstrated strong coverage of Singer’s dimensions but identified a 
gap in measures assessing all aspects of the new PCJUC model, and a gap in measures that 
have been developed for use in NZ. 
• 467 unique papers were identified from a search of four databases. Following an initial title and 
abstract screen, 147 papers were eligible for full text review. Of these, 54 met the full text inclusion 
criteria and were included in the scoping review. 
• The bibliographies of the 11 included papers that were mental health specific were backwards 
searched using the title and abstract screening criteria. This identified 26 papers eligible for full 
text review, of which 19 met the full text criteria and were including in the scoping review. One 
additional paper identified by a key informant was included in the scoping review under the 
‘alternative sources’ category. 
• In total, 74 papers were finally retained in the scoping review. From these papers, 64 measures 
of integrated care and/or people-centred care were identified (some measures were used in 
multiple different papers included in the review). 
Next Chapter: Development of the draft PCJUC-Q v1.0 
• In Chapter 4, the new PCJUC model and the results of the scoping review are brought together 




Chapter 4: Development of the draft 
PCJUC-Q v1.0   
This brief chapter details the process for bringing together the findings of the new PCJUC 
model developed following the key informant interviews (Chapter 2) with the scoping review 
(Chapter 3), to produce the first draft PCJUC-Q v1.0. The chapter begins by describing how 
sample questions were synthesised from the pre-existing measures identified in the scoping 
review, before explaining how new questions were developed to reflect all aspects of new 
PCJUC model that had not been adequately addressed in any of the measures identified in the 
scoping review. Finally, the process of selecting response options for the draft PCJUC-Q v1.0 
is detailed. 
The development of the draft PCJUC-Q v1.0 was underpinned by the objectives shown in Table 
41. These objectives link to the overall research Aim and Objectives 1 and 4. 
Table 41: Development of the draft PCJUC-Q v1.0 objectives 
 
Overall Research Objectives a 
 
Development of the draft PCJUC-Q 
v1.0 objectives 
1. To identify and justify key questions 
and themes that should be included in 
a PCJUC questionnaire for MHS-
users in NZ, including Māori MHS-
users, from the perspectives of MHS-
users in NZ.  
1.1. To ensure these questions and 
themes are useful and 
appropriate for Māori MHS-
users.  
4. To describe experiences of PCJUC 
for MHS-users in NZ, including the 
experiences of Māori MHS-users, 
which are relevant to the development 
of a PCJUC questionnaire for MHS-





A) To ensure the draft PCJUC-Q v1.0 is 
relevant and comprehensible to MHS-
users in NZ. 
B) To ensure the draft PCJUC-Q v1.0 is 
appropriate and useful for Māori 
MHS-users. 
C) To ensure the draft PCJUC-Q v1.0, 
while addressing all aspects of the 
new PCJUC model, is brief and can 
be self-completed.  
 




4.1 Synthesising sample questions  
Chapter 3 described the process of mapping verbatim questions from ‘eligible identified 
measures’ directly to the dimensions of the new PCJUC model, with the results summarised in 
Table 38 and Table 39 (full table shown in Appendix 4).  
For each dimension of the new PCJUC model, the student researcher reviewed and then 
synthesised the questions into single representative questions, with terminology modifications 
that ensured the questions were relevant to MHS-users in NZ. For example, the term ‘whānau’ 
was included throughout many of the new questions, ‘recovery plan’ (a MHS term) was used 
instead of ‘care plan’ (a generic term), and commonly used NZ-specific names for services 
were included, such as ‘WINZ’ (Work and Income New Zealand). 
4.2 Crafting questions  
The draft PCJUC-Q v1.0 had 30 questions in total, all of which were derived from the 
synthesised sample questions shown in Appendix 4. The papers which informed the 
development of each question are shown in the footnotes of Table 59. Over a series of 
discussions with SD, the questions were refined and modified to ensure the wording was simple 
and clear. The student researcher and SD also discussed what information should be included 
in the questionnaire’s instructions (and how the instructions should be worded), whether the 
questions should be positively or negatively oriented, which question stems should be used, 
and which response options would be most appropriate.  
It was agreed that consistency in the orientation of the questions is important for the overall 
clarity of the questionnaire, as switching between positively and negatively oriented questions 
could confuse respondents. Switching between positively and negatively oriented questions 
also creates additional complexity when analysing question responses, as some questions will 
have to be reverse scored. However, there were some questions that could not be positively 
oriented whilst clearly assessing some aspects of PCJUC. One such example was crafting a 
question around stigma and discrimination. To ‘positively’ orient a stigma and discrimination 
question could be to say ‘Staff treat me with respect and dignity’, which is the opposite of 
experiencing stigma and discrimination (an inherently negative experience). However, staff 
treating a person with respect and dignity could overlap conceptually with some of the 
questions relating to the therapeutic relationships between MHS-users and staff, which does 
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not clearly link to the common experience of being treated disrespectfully and unfairly because 
of a mental illness.  
Alternatively, a stigma and discrimination question could be framed as “I have never felt 
disrespected or unfairly treated by staff”, with an agreement Likert scale response option 
ranging from ‘strongly disagree’ to ‘strongly agree’. However, if a person had felt unfairly 
treated or disrespected by staff they would have to answer ‘strongly disagree’, thereby 
producing a confusing double-negative – “I strongly disagree that I have never felt disrespected 
or unfairly treated by staff” – which is really saying “I have felt disrespected and/or unfairly 
treated by staff”. Therefore, the student researcher and SD agreed that the simplest and clearest 
approach to framing a stigma and discrimination question was to use a negative orientation: “I 
have felt unfairly treated or disrespected by staff (e.g. doctors, nurses, reception staff) from 
one or more of the services I have used over the past 12 months” (Q14). Two further questions 
relating to access (Q31 about cost, and Q32 about transport) were also designed to be negatively 
oriented for similar reasons. Ultimately, when developing a scoring framework for the 
questionnaire, these negatively oriented questions will need to be reverse scored; development 
of a scoring framework for the draft PCJUC-Q is beyond the scope of this one year MPH 
research project.  
4.3 Determining response options  
It was agreed consistent response options throughout the questionnaire would be desirable for 
ensuring the questionnaire is readable and easy to follow for MHS-users. However, there was 
some difficulty in selecting a set of response options that was appropriate for all 34 questions. 
At first, an agreement Likert scale ranging from “strongly disagree” to “strongly agree” was 
suggested. However, given that MHS-users’ experiences of different aspects of PCJUC may 
be inconsistent – for example, sometimes they may feel like equal partners, but other times 
they may not – it was decided that a frequency Likert scale ranging from “none of the time” to 
“all of the time” was more appropriate.  
A ‘comments’ section next to each question was also included as a response option. This was 
inspired by Rose et al., (2009)’s CONTINU-UM questionnaire, which provides space for 
additional comments at the end of each section of questions. These additional comments 
sections provide people with the opportunity to elaborate upon their responses. This could be 
particularly useful if MHS-users are completing the questionnaire with a provider, who could 
discuss the comments (and Likert responses) with the MHS-user.  
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4.4 The draft PCJUC-Q v1.0 
The draft PCJUC-Q v1.0 had 30 questions that collectively covered each aspect of the new 
PCJUC model (Table 27). All 30 questions were informed by the existing measures identified 
in the scoping review. The draft PCJUC-Q v1.0 is provided in Appendix 5. 
 
 
Chapter 4 Summary: 
• The draft PCJUC-Q v1.0 was developed through bringing together the new PCJUC model 
and the results of the scoping review 
Next Chapter: Focus group 
• The draft PCJUC-Q v1.0 is taken to a focus group of current/recent MHS-users, where the 
focus group participants are asked to identify strengths and weaknesses in the measure, 




Chapter 5: Focus Group 
5.1 Introduction 
A focus group involves coalescing a group of stakeholders around a specific topic or task, and 
collecting data from the group discussion that ensues (Hansen, 2006). It is the discussion and 
interaction between focus group members that is of interest (Hansen, 2006), and that generates 
insight and nuanced data that would not be gathered in an individual, or even group, interview 
setting (Davidson et al., 2013; Kamberelis et al., 2013).  
Typically, there are between four and 10 participants in a focus group, alongside a lead 
facilitator and a note-taker (Hansen, 2006). The role of the facilitator is not to share their own 
opinion or thoughts, but rather to listen intently and mediate the discussion, ensuring all 
participants have the opportunity to contribute (Hansen, 2006). Facilitators can employ various 
techniques to stimulate discussion where there is a lull in dialogue – for example, by raising a 
question for the group in relation to a point a participant made earlier (Davidson et al., 2013; 
Hansen, 2006). The note-taker does not participate in discussion, instead taking notes upon 
direction of the facilitator (Hansen, 2006). 
The dialogue generated in focus groups can be used as a tool for critical reflection and the 
raising of collective consciousness among group members (Kamberelis et al., 2013). Paolo 
Freire believed that this critical consciousness should be channelled into collective action that 
can transform the lived reality of participants (Freire, 1972), p.54, in (Kamberelis et al., 2013) 
– this is relevant to health research seeking to contribute to system-level change, particularly 
for groups that have been marginalised by the health system (as MHS users traditionally have) 
(Davidson et al., 2013; Hansen, 2006). 
Focus groups can shift power away from the researcher(s), towards the participants, which is 
an inherently empowering process for participants (Kamberelis et al., 2013). A safe group 
setting and sense of community facilitated by the focus group can not only empower 
participants to discuss topics they may not have been comfortable discussing in individual 
interviews, but the dialogue that takes place between participants can spark ideas and lines of 
discussion that individuals may not have conceived outside of the group discussion (Davidson 
et al., 2013; Kamberelis et al., 2013). 
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5.1.1 Focus groups as a research method for this project 
It is impossible to create a questionnaire that honours MHS-users as experts within their own 
lives without the voice and input of MHS-users themselves. Furthermore, in research that seeks 
(ultimately) to contribute to system-level change, as this project does, seeking and amplifying 
the voices, experiences and perspectives of service-users is fundamental. A key learning from 
the key informant interviews was that people-centredness is ultimately about power, or more 
specifically, about redistributing power to place MHS-users and their whānau at the centre of 
services and decision-making. De-centralising power away from the researcher and towards 
the participants is a key practice of focus groups. Accordingly, the selection of focus groups as 
a research method for this project was appropriate for gaining insight to refine the draft PCJUC-
Q v1.0, as well as providing the opportunity to create a space for service-users to connect, 
discuss, share, collaborate, empower, support, and raise their collective consciousness.  
Focus group objectives 
The structure and purpose of the focus group was designed to address the objectives shown in 
Table 42. 
Table 42: Focus group objectives  
 
A) To understand participants’ experiences of PCJUC when using MHS – in relation to the 
dimensions of the new proposed PCJUC model, and to understand if the dimensions of the new 
PCJUC model are relevant and important to participants  
B) To utilise participants’ lived-experiences to identify strengths and gaps in the draft PCJUC-Q 
v1.0, and to collaboratively develop solutions to these gaps.  
C) To generate feedback from participants, including Māori, about the length, clarity, and wording 
of the draft PCJUC-Q v1.0. 
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5.2 Methods  
5.2.1 Participant recruitment 
The criteria that guided the recruitment of focus group participants are detailed in Table 43. 
Given the relatively short timeframe of a one-year Master’s research project, one focus group 
was held. The aim was to recruit 6-10 participants, in order to recruit a manageable number of 
participants to ensure all group members have the opportunity to participate and be heard 
(Hansen, 2006), while also having a sufficient number to avoid running the risk of 
awkwardness and minimal discussion among the group members (Davidson et al., 2013). 
Ideally, participants would be current or recent service-users, as those currently or recently 
engaged with MHS are likely to be able to share insights most relevant to the current 
configuration and operation of services. Current inpatients were excluded from participation to 
mitigate the risk of creating undue distress or pressure on acutely unwell service-users. 
Additionally, health professionals, including allied health professionals, were excluded from 
participation because their professional experiences – although interesting and valuable – could 
lead to an unbalanced power dynamic within the focus group.  
Table 43: Focus group participant inclusion and exclusion criteria 
 
Recruitment process 
Johnnie Potiki, a key informant, assisted in recruiting members of a consumer advisory group 
comprised of people with lived-experience of mental illness and MHS-use. Johnnie’s support 
of the project also served to ‘sanction’ the focus group and generate greater buy-in. The 
participants had experiences of using a wide range of MHS throughout the Otago region, 
ranging from primary, secondary, and NGO MHS, as well as addiction services. This ensured 
that collectively, the focus group was able to share reflections on diverse experiences of PCJUC 
from a range of different service configurations and contexts. As consumer advisors, the focus 
Inclusion Exclusion 
• Have personal experience of accessing 
mental health services in NZ, ideally 
(although not necessarily) currently or in the 
recent past 
• Be aged 18 years or over 
• Be able to speak and understand English to 
a level that enables participation in the focus 
group discussion 
• Current inpatients of psychiatric units  





group participants use their lived-experience expertise to advise the SDHB’s design and 
delivery of MHS. 
Johnnie made the initial contact with potential participants to provide them with a Focus Group 
Information Sheet (Appendix 6), and coordinated the time and location of the focus group. 
Participants were offered a $30 supermarket gift-card as a koha, as well as a reimbursement of 
up to $10 to cover the cost of public transport or parking. 
5.2.2 Structure of the focus group  
Collecting consent  
The focus group commenced with light refreshments, providing the opportunity for the 
participants and the research team (consisting of the student researcher and supervisor, SD) to 
meet each other. SD’s role in the focus group was to provide oversight and take notes during 
group discussions, as well as keep track of the time. Demographic data about age, gender, 
ethnicity, and MHS use status (current or past, and if past, time since last contact with MHS) 
was collected from participants using a standardised form for the project (Table 46). The 
student researcher, who acted as the primary facilitator of the focus group, explained the 
content of the consent form to the group, with particular emphasis placed on the points included 
in Figure 7.  
 
Figure 7: Aspects of the consent form emphasised at the beginning of the focus group 
 
• Participation in the focus group was confidential, and no one besides the research team 
and other focus group members will know who has participated (unless they choose to tell 
someone).  
• Participants had the right to withdraw from the focus group at any time if they felt 
uncomfortable or distressed. It was stressed to participants that leaving the focus group, or 
choosing to refrain from participating in certain lines of discussion, would have no 
repercussions. This was especially pertinent to explain to ensure the participants 
understood that leaving the focus group would have no impact on their ability to continue 
their involvement with the consumer advisory group they were recruited from.  
• If participants felt distressed or uneasy following the focus group, they should speak 
to their usual health care providers and support people. It was explained that the 
research team members are not health professionals, however, the research team was able 
to direct participants to appropriate support services if required.  
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Setting expectations  
After collecting the signed consent forms, the focus groups formally began with the student 
researcher briefly explaining the background and rationale of the research project, and 
outlining, in lay language, the aims of the focus group (Table 42). 
Table 44: Aspects of PCJUC model discussed in the focus group 
 
The student researcher explained that the draft PCJUC-Q v1.0 is, at its core, about giving 
service-users a voice in how services are structured and delivered, and hopefully, about 
affecting system-level change. The student researcher led the establishment of “ground rules” 
for the focus group, which included:  
• Allowing everyone a turn to be heard, without interruption, 
• Respecting each other’s opinions and experiences, and listening non-judgementally, 
• Upholding confidentiality by committing to not sharing other participants’ stories or 
contributions with anyone outside the focus group. 
5.2.3 Data collection 
Once audio-recording commenced, the student researcher began by discussing the concept of 
people-centred care in lay terms. Explaining the conceptual ideas in lay terminology was 
• People-centredness: 
• Culturally responsive services 
• De-centralising services and re-centralising people 
• Building capabilities of service-users, whānau/family/friends, and communities  
• Using strengths-based approaches 
• Building therapeutic relationships between service-users/whānau and providers 
• Self-determination and being active partners in decision-making 
• Support for holistic wellbeing 
• Coordination within a health service 
• Coordination between health services  
• Coordination between health services and social or community services 
• Access to services 
• Peer-support 
• Navigation  
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critical to both ensuring participants had a clear understanding of the concepts and did not feel 
intimidated or confused by theoretical jargon. Establishing a consistent understanding of the 
topics assisted in maximising the relevance of the discussions. 
 
Figure 8: People-centred care diagram 
For example, the term ‘integration’ was not used, as it was identified as a potentially confusing 
term – even among some expert key informants. Instead, the term ‘joined-up care’ was adopted. 
Furthermore, to reduce the burden to participants the PCJUC model was not discussed as a 
whole, but rather the concepts within the model were described and explained. ‘People-
centredness’ was described as care where the needs, preferences and priorities of service-users 
and their whānau/family are at the core of decision-making. The additional aspects of people-
centredness – culturally responsive services, de-centralising services and re-centralising 
people, building capabilites, using strengths-based approaches, building therapeutic 
relationships, self-determination, being active partners in decision-making, and support for 
holistic wellbeing – were then elaborated upon. Each participant was given a copy of a diagram 





Figure 9: Joined-up care diagram 
The ‘coordination’ aspects of the PCJUC model were then discussed in terms of how 
information is shared within and between services, and the pathways and linkages that exist 
between services. Each participant was given a copy of a diagram of joined-up care (which 
reference Singer dimensions 1 – 3), shown in Figure 9. Additionally, the participants were 
given a copy of a map showing the different types of services that a person might use to support 
their wellbeing, shown in Figure 10. This map provided a visual representation of the ways in 
which different services across the health, social, and community services sectors are 
potentially connected. It also helped to broaden the participants thinking when discussing ideas 





Figure 10: Map of services diagram 
As discussed in Chapter 2, the concepts of navigation and peer-support were explained to the 
participants as potential facilitators of PCJUC. The key informants had discussed these roles 
as ways to both empower and advocate for service-users, as well as assist in facilitating 
smoother transitions between services. This idea was offered to the focus group, and the 
participants were asked to discuss their ideas and perspectives surrounding access to peer-
support and navigation, the value of these services, and the concept of these roles aiding in 
ensuring care is people-centred and joined-up.  
Finally, the student researcher explained that joined-up care encompasses not only the 
communication, coordination and information-sharing practices that take place within and 
between services, but also the accessibility of services. Examples of accessibility, such as cost, 
location, and transportation options, were offered to illustrate the concept.  
PART I: Sharing insights and experiences surrounding ‘people-centred care’  
Part I of the focus group addressed the people-centred aspect of focus group Objective A. The 
student researcher guided participants through each aspect of the people-centred care diagram 




10) as aids, the participants were asked to discuss their ideas, observations, perspectives, and 
if they wished, their own experiences, in relation to each aspect of people-centredness.  
The student researcher introduced each aspect of people-centredness and posed open-ended, 
introductory questions to the wider group as a starting point from discussion. The participants 
were encouraged to expand on each other’s contributions without prompting, and after a few 
minutes, this began to happen organically. Where possible, the student researcher avoided 
asking direct or specific questions, instead posing follow-up or probing questions where there 
were lulls in discussion. Most participants chose to share stories of their care to illustrate their 
ideas, while some chose to discuss the concepts more generally or based on their observations 
of others, rather than within the context of a specific story or service. 
PART II: Sharing insights and experiences surrounding ‘joined-up care’   
Part II of the focus group addressed the joined-up care aspect of focus group Objective A. As 
described in part I, the student researcher led the group through each aspect of the joined-up 
care diagram (Figure 9). Again, with their copy of the diagram to refer to, the participants were 
asked to discuss each aspect of joined-up care. The discussion followed the same structure as 
detailed in part I, with the student researcher facilitating the discussion, and participants asked 
to share their insights and perspectives.  
Beginning the focus group discussions by asking members to discuss their experiences of 
people-centredness and joined-up care helped the participants to contextualise the discussion 
in their own experiences. These discussions also created a reflective mood amongst 
participants, which was critical as the overarching objective was for focus group participants 
to draw upon their own experiences to help refine and improve the draft PCJUC-Q. These 
discussions also allowed members to gain confidence by talking about a topic they are experts 
in – their own experience.  
PART III: Refining the draft measure questions  
The final stage of the focus group (Part III) was designed to address focus group Objectives B 
and C (Table 42).  
Each participant was given a copy of the draft PCJUC-Q v1.0. The group then collectively 
worked through each question of the draft measure and discussed: 
• If the wording made sense to them 
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• If the questions being asked mattered to them 
• If there were important ideas about integrated care that have not been captured by the 
questions 
• If the way questions and themes were organised in the draft measure made sense and 
was easy to follow  
• If the overall length of the draft measure was appropriate.  
Participants were encouraged to annotate their copy of the questionnaire, providing an 
additional rich source of data. The student researcher took a more active role in this discussion, 
asking specific questions about each question in the measure, and using follow-up questions to 
probe deeper into the feedback that was offered. Additionally, the student researcher led the 
group in identifying solutions to problems identified with the draft measure, such as where 
there were problematic or confusing choices of words. The student researcher did not dictate 
or direct the solutions, but rather facilitated the discussion about possible solutions. The student 
researcher’s decision to actively participate in this stage of the focus group was a practical one. 
Initially, some participants began to answer the questions, as opposed to critiquing the 
questions. The student researcher taking a more direct role in the discussion provided some 
clarity about what was being asked of the members, and ensured the discussion remained 
relevant.  
PART IV: Wrap-up 
Once discussions about the measure had concluded, participants were thanked for their 
participation and given the opportunity to provide any final comments or ask any further 
questions. Participants were again reminded that they should contact their usual health 
providers and support people if they felt distressed or uneasy following the focus group. The 
koha was distributed to participants.  
5.2.4 Thematic analysis of data   
The audio recording of the focus group was imported into NVivo (NVivo Quality data analysis 
Software). The recording was analysed in two phases. In the first phase, the recording of Parts 
I and II of the focus group – participant’s insights and experiences surrounding PCJUC – were 
thematically analysed and broadly coded against the dimensions of the new PCJUC model 
shown in Figure 5, with quotations from participants that succinctly and powerfully illustrated 
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concepts transcribed directly onto the audio file. Coding the data (predominantly deductively) 
to the different constructs included in the measure was the most appropriate method of thematic 
analysis to address focus group objective A (Table 42).  
Although ‘deductive’ coding was the primary approach to analysis, three new concepts not 
represented in the PCJUC model were identified by the focus group participants. These were 
coded as: ‘the need for self-advocacy’, ‘diagnostic over-shadowing’, and ‘power dynamics’. 
These concepts arose at multiple points throughout the discussions in the focus group, often 
inter-weaved with other PCJUC constructs by the participants. The full list of codes ultimately 
applied to the focus group data is shown in Table 45.  
The key purpose of thematically coding the data was to gain insight into how the focus group 
participants understood and perceived the different aspects of PCJUC – including how the 
different dimensions of PCJUC are related – within the context of their knowledge and 
experiences as people with lived-experience of mental distress and MHS-use. Whilst analysing 
the focus group data, multiple codes were often applied to a single story or idea offered by 
participants, demonstrating that within focus group participants’ own experiences, there are 
distinct relationships between some of the PCJUC concepts. These relationships are identified 




Table 45: Focus group data coding framework 
 
The second phase of data analysis involved synthesising the feedback generated in Part III of 
the focus group – where participants were asked to work through the draft PCJUC-Q v1.0 and 
identify strengths, weaknesses, and ideas for improvement. Focus group participants provided 
both written feedback (through annotated copies of the questionnaire) and verbal feedback 
during group discussions about the measure, which was captured by the focus group audio-
recording. The student researcher synthesised and collated the written and verbal feedback 
about each of the measure’s questions, the general length and clarity of the measure, question 
response options, and the measure’s instructions (Appendix 7). Over a series of two meetings, 
People-centred care codes: 
• Expanded concept: Building capabilities 
• Expanded concept: Culturally responsive services 
• Expanded concept: De-centralising services and re-centralising people 
• Expanded concept: Power dynamics* 
• Expanded concept: Holistic approach to wellbeing 
• Expanded concept: Diagnostic overshadowing* 
• Singer Dimensions 6 & 7: Self-determination and active partnership in decision-making 
• Expanded concept: Participation in MDTs 
• Expanded concept:  Needing to self-advocate*  
• Expanded concept: Strengths-based approaches  
• Expanded concept: Therapeutic relationship  
• New concept: Navigation/advocacy 
• New concept: Peer-support  
Joined-up care codes: 
• Singer Dimension 1: Coordination within care teams 
• Singer Dimension 2: Coordination across care teams 
• Singer Dimension 3: Coordination between care teams and community resources 
• Singer Dimension 4: Continuous familiarity with the person over time 
• Expanded concept: Information sharing: what information, and with whom 
Singer Dimension 5: Continuous proactive and responsive action over time  
• Expanded concept Access: cost 
• Expanded concept Access: service criteria  
• Expanded concept Access: long wait times 
• Expanded concept Access: accessibility of services (location, transport, time off 
work) 




the student researcher and SD discussed the feedback and proposed changes to the draft 
PCJUC-Q. This resulted in the draft PCJUC-Q v2.0, which was then distributed to key 
informants and focus group participants for face validity checking and final feedback (Chapter 
6). 
5.3 Results 
The demographic data of focus group participants is reported (Table 46), followed by the 
results of Parts I and II of the focus group, which are presented thematically under headings 
derived from the PCJUC model alongside sub-headings that emerged from the focus group. 
Many of the stories and reflections participants shared during the focus group demonstrated 
the interrelated nature of many of the PCJUC concepts. The relationships between concepts are 
identified and explored throughout the results section, and their implications discussed in the 
following discussion section.  
Finally, a summary of the results of Part III of the focus group – where participants were asked 
for feedback and ideas for improving the draft PCJUC-Q – is shared (Table 58), with a full 
table in Appendix 7.  
5.3.1 Focus group participants 
The data collected from the focus group participant demographic data form is presented below 
in Table 46. Across the five focus group participants, there was a diverse spread of ages, 




Table 46: Focus group participant demographics 
 
5.3.2 Participants’ insights and experiences of people-centred joined-
up care  
As in Chapter 2, quotes from focus group participants have been numbered and aggregated into 
tables at the beginning of each sections. Where quotes are used throughout the text, the quote 
and table number are referenced.   
Strengths-based approaches  
Focus group participants understood strengths-based approaches to encompass supporting 
people to grow their strengths, in addition to utilising their existing strengths (Table 47 quote 
Focus group participant demographics n 
Total participants 5 
Age 
 
18 - 24 years 1 
25 - 35 years 1 
36 - 50 years 0 
51 - 65 years  3 
66 - 75 years 0 







NZ European/Pākehā 4 
Other 0 
Time since last contact with MHSb   
Currently engaged with MHS 2 
Previously engaged with MHS, within the past 2 years 1 
Previously engaged with MHS, within the past 10 or more years  1 
a Two participants identified as both Māori and NZ European/Pākehā 




37). Many participants agreed that, when they had experienced strengths-based approaches 
from services, it was incredibly beneficial to their wellbeing. Participant 1 explained that when 
they first began engaging with MHS, the services were operating from a deficit orientation and 
refused to refer them to psychological therapy because they were considered “too angry” to 
engage with it. However, when a psychological therapist advocated for Participant 1 to have 
access to the therapy by affirming that they were not an angry person, Participant 1’s entire 
experience of services changed. They described this as a fundamental turning point in their 
wellbeing, and a catalyst for growing their strengths and capabilities in other important areas 
of life – such as in their relationships and in tertiary education (Table 47 quote 38). 
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Table 47: Strengths-based approaches focus group participant quotes part I 
 
In contrast, the participants described experiences of deficit-oriented approaches to care as 
disempowering for service-users, and preventing growth and progress. Participant 4 described 
starkly different experiences of two different GPs within the same practice – one of whom 
operated from a strengths-base, and the other who operated from a deficit-base. The strengths-
based GP continually encouraged Participant 4, recognising and celebrating their progress, no 
matter how small. In contrast, when Participant 4 had to meet with the other GP, they were met 
with a general sense of impatience from the GP and questions about why their progress was 
Quote 
number 
Strengths-based approaches focus group participant quotes part I 
37 
“[A strengths-based approach would be] If everybody who works with you said… 
‘You’re not an anti-social person - you're a social person – you go and visit people all 
the time, you're going around doing lots of different things…’ if they keep telling you 
you're an antisocial person and you're going to be on an indefinite treatment order, 




"Just the simple little of thing working to my strengths rather than my deficits... I 
completely changed."  
[Participant 1] 
39 
“[The GP] was just so nice to me, it was odd, because I was just judging myself so 
much. And then through that, we’ve created quite a good relationship… but then now 
and again I would have to see another GP and like, it was just totally different, [with 
the GP] being like ‘Why aren’t you better? You’ve been here for [so] long”’… you just 
go all the way backwards ... Therapeutic [relationships are] way better because 
you’re going to go there and be honest.” 




slow. Participant 4 linked the strengths-based GP’s approach with the positive therapeutic 
relationship that they had built with this GP over time (Table 47 quote 39).  
Table 48: Strengths-based approaches focus group participant quotes part II 
 
Building upon Participant 4’s discussion of the relationship between strengths-based 
approaches and a positive therapeutic relationship with health professionals, Participant 2 also 
added to this (Table 48 quote 40), sharing their own experience of deficit-oriented approaches 
while in Community Alcohol and Drug Services (CADs).  
Participant 3 offered further insight into the negative effects deficit-orientation has on MHS-
users’ wellbeing, suggesting that by focussing on people’s deficits rather than affirming their 
Quote 
number 
Strengths-based approaches focus group participant quotes part II 
40 
“I had to see a psychiatrist at CADS, and it was not a pleasant experience. I felt very 
judged. Put it this way: if I didn't want it [medication] badly enough, I would've got up 
and walked out - it was that bad… I was made to feel [small], about the size of a little 
ant. But amongst the actual counsellors [there was a] completely different approach. I 
mean, one [medical staff are] working within a medical model, and the others 




"It's that self-fulfilling prophecy [or] cycle... if that's all you've ever been told, then 
that's all you'll ever do, because that's the only option you think you have." 
[Participant 3] 
42 
“[Strengths-based approaches] Yes, that was very much used at CADS, but not so 
much with my GP. There was that, you know, ‘I’m the doctor, you’re the patient’ 






strengths – or better yet, operating with hope for people’s potential to develop their strengths 
– people’s aspirations and capacity for growth can be restricted (Table 48 quote 41).   
Participants discussed the likelihood of receiving strengths-based approaches to care was 
service dependent, with some participants experiencing positive, strengths-based support from 
one service, whilst simultaneously receiving deficit-oriented support from another. 
Furthermore, when discussing the difference between strengths-based services and deficit-
oriented services, the participants identified an unequal power dynamic at play in deficit-
oriented services (Table 48 quote 42).     
Self-determination and active partnership in decision-making 
All of the participants strongly agreed that self-determination and active participation in 
decision-making is crucial to empowering service-users, ensuring that MHS-users’ needs, 
priorities, and preferences are met, and improving outcomes. Many participants shared stories 
where it was incredibly difficult for them to participate in decision-making. Sometimes, they 
were not invited (or allowed) to participate in decision-making conversations at all. Other 
times, their opinions and preferences were ignored or rejected by health professionals. 
Participant 4 told the story of the time they wanted to try a new medication that they learned 
about through a support group, because they had been struggling with their regular medication 
(Table 49 quote 43).  
Participant 4’s psychiatrist refused to prescribe them diazepam over concerns they could 
become addicted. Participant 4 understood the risks and side effects but strongly wished to try 
diazepam, believing that it could be a better fit for them, as they did not want to remain on 
long-term antidepressants. Over a period of 4 months, Participant 4 continued to request 
diazepam, and their care team continued to refuse to prescribe it. Eventually, after continual 
self-advocacy, Participant 4 was able to try it, but only after continually advocating for months 
(Table 49 quote 44). 
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Table 49: Self-determination and active partnership in decision-making focus group 
participant quotes 
  
The need for self-advocacy 
Participant 4’s story highlights a new theme that emerged from the focus group: the need for 
self-advocacy to get what you need. Most of the key informants shared stories similar to 
Participant 4’s in which they had to fight for what they wanted – usually over an extended 
period of time – because their preferences and priorities were not listened to or valued. 
Sometimes, the need to self-advocate seemed to be a result of the way services are organised. 
For example, Participant 2 told the story of how they had to advocate for the different providers 
involved in their care to share information with each other – and that without their insistence, 
this information sharing would never have occurred. Other times, the need to self-advocate 
seemed to be due to the unequal power dynamic that exists between health professionals and 
MHS-users (Table 50 quote 45).   
Quote 
number 
Self-determination and active partnership in decision-making focus 
group participant quotes  
43 
“I got put on an anti-depressant for long term… and I didn’t like it, and it didn’t matter 
that I didn’t like it… I heard about diazepam – [which involves] using it when you need 
it [rather than] something that you take every day – and I was like, that’s amazing!” 
[Participant 4] 
44 
“I was like ‘NO. It might help me, let me try it’ and I had to lay down the law and fight 
for myself – which I couldn’t have done months before – and I finally got to try it. And 





Table 50: The need for self-advocacy focus group participant quotes part I 
 
The need for self-advocacy therefore emerged from the focus group as a necessary facilitator 
of MHS-users’ self-determination and active partnership in decision-making. Whilst the 
participants all felt that self-determination and active partnership in decision-making are 
critically important to people-centredness, in reality, needing to advocate for oneself was 
experienced as an exhausting, lengthy and frustrating process, rather than an empowering one. 
The need for self-advocacy resulted from the failure of services to facilitate self-determination 
and active partnership in decision-making, thereby requiring MHS-users to “lay down the law 
and fight”, as Participant 4 suggested.  
Participants 3 and 4 discussed the inherent dilemma self-advocacy presents, explaining that 
whilst in distress, most MHS-users do not have the capacity and stamina to advocate for 
themselves. Furthermore, they explained that many MHS-users do not necessarily have support 
people in their lives with the skills or capacity to advocate on their behalf (Table 50 quote 46).   
Quote 
number 
The need for self-advocacy focus group participant quotes part I 
45 
“I had a GP who was convinced that my chronic pain was because of my mental 
distress. And there could be correlations, but also when you're in physical pain, you 
need that [to be] addressed. And I think from that point, it was up to me to remove 
myself from that GP and that counselling situation and really advocate … because if 
you don't have that voice… then you're not going to get anywhere…” 
[Participant 3] 
46 
[Participant 3] “In my experience, it depends how resilient and how willing to fight for 
yourself that you are as to [whether or not] you will get strengths-based approaches 
[from services].” 
[Participant 4] “What’s so difficult is that when you’re at your worst, you have to fight 
for yourself, when sometimes you don’t want to fight for yourself – that’s the whole 
point of why you’re getting help.” 
[Participant 3] “When you are that worn down, it’s like, can you pick yourself back up? 




Table 51: The need for self-advocacy focus group participant quotes part II 
 
Participant 5 suggested that poor communication skills are a critical barrier to self-advocacy – 
and therefore self-determination and active partnership in decision-making – explaining that in 
their experience, many MHS-users struggle to communicate their ideas and preferences 
effectively to professionals. Participant 5 explained that this is not an issue solely within the 
health sector, as similar barriers exist to engaging with services and professionals in other 
aspects of society (Table 51 quote 47) . 
Later in the focus group, Participant 5 expanded upon this concept, identifying that unequal 
power dynamics can exacerbate the disadvantage MHS-users have in communicating 
effectively with professionals. Participant 5 described “needing to be on your toes” to avoid 
being misunderstood by health professionals, suggesting that the reality of self-advocacy can 
be fraught (Table 51 quote 48). 
Quote 
number 
The need for self-advocacy focus group participant quotes part II 
47 
“Probably every one of [the people I know with mental illness] have communication 
problems. So just talking to a professional can be really intimidating… everywhere 
you go, with the Justice department, with the social workers, with the PDNs 
(psychiatric district nurses), with the psychiatrists, with the local post office at the 
shopping malls – everywhere.” 
[Participant 5] 
48 
[Participant 5] “If I say something to a doctor, the doctor perceives it as me being 
angry, and if I start saying what I want to say about how I feel where this going, it’s 
perceived that I’m unwell. It’s really annoying. It means you have to be on your toes 
when you’re meeting with people like that, you really do...” 
[Participant 4] “Like [being careful about] what you say and how you say it?” 
[Participant 5] “– yeah… [while being] assertive. So for someone with bad social skills 




Facilitators of self-advocacy: building capabilities  
The focus group participants did not view the concept of self-advocacy itself as negative. 
Rather, the participants shared their frustrations that because services fail to faciliate genuine 
self-determination and active participation in decision-making, they are forced to advocate for 
themselves – with little support – in order to get what they need. The participants viewed self-
advocacy, and the communication skills that it requires, as an important area for capability 
building. Earlier, Participant 3 explained that during acute distress, people may not have the 
support network to help them (see the need for self-advocacy). They expanded on this further 
whilst discussing the importance of building capacity for self-advocacy, explaining that the 
focus of capability building must reside with MHS-users, as not everyone has a support 
network they can rely on (Table 52 quote 49).  
Participant 4 shared that they struggle with the emphasis placed on reaching out to whānau for 
support by services, because they have a difficult relationship with their whānau. Participant 3 
suggested that it would be helpful for services to broaden the scope of who they work with as 
part of a person’s support network, to be more reflective of MHS-users’ individual 
circumstances (Table 52 quote 50). 
Barriers to self-advocacy: access to information  
Participant 4 identified poor to access to information as a barrier to self-advocacy,self-
determination and active partnership in decision-making. When reflecting on their frustrating 
experience of self-advocating to try a new medication, they explained that they were not given 
information about all their options for care, and instead relied on talking to other people with 
lived-experience. Participant 4 saw this as a clear disadvantage for MHS-users, potentially 
preventing people from accessing types of care they could benefit from (Table 52 quote 51).  
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Table 52: Facilitators of self-advocacy: building capabilities focus group participant quotes 
 
Building Therapeutic Relationship  
Participant 5’s reflections about being intimidated and misunderstood when communicating 
with health professionals highlights the critical role of building a therapeutic relationship. Trust 
emerged from the focus group as a key component of therapeutic relationships, with 
participants viewing it as a necessary precursor to open and honest communication. Participant 
4 explained that without a trusting relationship, they found they could not share openly. 
Similarly, in Participant 5’s story, their relationships with their health professionals were 
devoid of trust – there was genuine fear that if they communicated their thoughts, they would 
Quote 
number 
Facilitators of self-advocacy: building capabilities and access to 
information focus group participant quotes  
49 
“It really needs to be focussed on building the capabilities of service-users 
themselves, because not everyone has the support network or people in their direct 
network [that are] aware of their care or their experience [of distress], [in order] to 




[Participant 4] “I don’t like that it’s always whānau-based, because that’s my main 
problem, in my life. So it’s like, no don’t get them involved!... That’s the worst thing for 
me, but they [service-providers] don’t know that.” 
[Participant 3] “It’s almost like it needs to be a compulsory option, that you can say 
hey ‘Would you like your whānau involved?’ and be able to say ‘No’, and have 
alternative pathways.” 
51 
“I think that it’s sad that you have to know things to be able to fight for yourself that 
you can’t know without somebody telling you. So, like I would never have known 
about diazepam at all. My GP never suggested it, my psychiatrist never suggested it 
– it’s through talking to other people. Which is sad because you could be getting help 





be labelled as angry or unwell. Just as Participant 4 illustrated in their experience of two 
different GPs (see strengths-based approaches) that good therapeutic relationships lead to 
honesty, Participant 5 showed that, without a foundation of trust, there was no basis for open 
and honest communication. 
Table 53: Building therapeutic relationships focus group participant quotes 
 
Participant 3 expanded upon this, explaining that in their experience, it takes time to find the 
‘right’ health professionals, and to build strong therapeutic relationships (Table 53 quote 52). 
When asked how else the therapeutic relationship could be characterised, Participant 4 
suggested that it was about health professionals showing that they care, and genuinely listening 
to MHS-users. Many participants identified developing strong therapeutic relationships as 
central to their wellbeing. Participant 2 shared that working on strengthening their relationship 
with their counsellor was a positive experience, and central to successful counselling (Table 53 
quote 53). This builds upon Participant 3’s suggestion that building a therapeutic relationship 
can take time and work.    
Quote 
number 
Building therapeutic relationships focus group participant quotes  
52 
“I think having a therapeutic relationship is really beneficial and important. So the first 
time I had counselling… there was no relationship there… being through like 14 




“For me it [the therapeutic relationship] was completely pivotal, because they 
[services] were working with me and working with me and I just kept on drinking… my 
initial counsellor [and I] didn’t actually get on very well. It was only when we actually 
solved our relationship problem and got to know each other and care about each 
other [that] it just all turned around. So to me, certainly in the counselling area… that 





Diagnostic overshadowing  
Two participants shared experiences where their reports of physical pain were dismissed by 
health professionals due to their mental illness. Participants 3 and 4 both discussed their 
experiences of doctors telling them their pain was psychosomatic. They did not necessarily see 
this diagnosis as inadequate, as they accepted that their pain could indeed be psychosomatic, 
but they felt that there was little (if any) support for addressing their pain. Their pain – 
regardless of its cause – was very real to them, and at times, debilitating (Table 54 quote 54).  
Both participants voiced their frustration at the dismissal of their physical pain and lack of 
support for managing it. Participant 4 explained that they had sought help from doctors about 
their pain because they trusted the doctors’ expertise, and therefore when their concerns about 
their pain were not addressed, they felt let down.  
Table 54: Diagnostic overshadowing focus group participant quotes 
 
Challenging the power dynamic existing between health professionals and MHS-users, similar 
to the ‘doctor/patient’ relationship described by Participant 2 (see Strengths-based 
Quote 
number 
Diagnostic overshadowing focus group participant quotes  
54 
[Participant 4] “And even if it is in your head, it still hurts! It’s still pain.”  
[Participant 3] “And it needs to be acknowledged, whether it’s psychosomatic or 
unrelated, it’s still an issue that needs to be addressed.”  
55 
“Sometimes if you're not in that ‘driver’s seat', then it's just like [providers are able to 
say], ‘well this is what I think is right and I have X qualification so you're going to do 
this' [but you feel like] ‘no that's not actually what I need'.” 
[Participant 3] 
56 
“Just believe me, that I’m in so much pain… because you just go home and think, 





approaches), was discussed as an important component of self-advocacy in such situations 
(Table 54 quote 55). 
Participant 4 shared a story illustrating their experience of their pain being minimised by 
doctors, as well as their frustration with doctors for not believing their pain was real. Participant 
4 had been experiencing waves of severe abdominal pain. For two weeks, they had made almost 
daily trips to the hospital due to the severity of the pain, only to be told that they probably just 
had gastric reflux. Eventually, when being attended to by a new doctor, a diagnosis of gall 
stones was made, and Participant 4 underwent gall bladder removal surgery. This delayed 
diagnosis seriously impacted the quality of care Participant 4 received, and left Participant 4 
feeling that doctors did not trust them or take them seriously (Table 54 quote 56).    
Supporting holistic wellbeing 
Many of the participants viewed holistic approaches to wellbeing from services as an important 
way to meet their wellbeing needs comprehensively. Participant 2 recalled positive experiences 
of holistic care in CADs, explaining that CADs were excellent in focussing on spiritual 
wellbeing alongside mental health (Table 55 quote 57).  
Participant 2 highlights a relationship between addressing holistic wellbeing – meeting 
people’s wide-ranging physical, mental, spiritual, and social needs – and building capabilities 
in these areas. In Participant 2’s experience of CADS, the focus was not only on recognising 
the importance of spiritual wellbeing, but also on supporting MHS-users to identify 
opportunities for growth and build their strengths in those areas.  
Using Te Whare Tapa Wha (M. H. Durie, 1985), a Māori model of health, as a reference point, 
Participant 3 felt that health professionals usually have a narrow and ‘one-size fits all’ lens 
through which they approach holistic wellbeing. Participant 3 felt that when professionals 
employ a holistic approach to wellbeing, they often focus on things that are generally helpful 
for wellbeing, such as exercise and nutrition, without taking into account the individual factors 
of people’s lives that may require more immediate attention (Table 55 quote 58). 
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Table 55: Supporting holistic wellbeing focus group participant quotes 
In another discussion between Participants 3 and 4, the interrelated nature of holistic 
approaches to wellbeing and utilising strengths-based approaches was also identified. They 
shared further reflections on experiences in which, despite attempts from GPs to have a holistic 
focus on their wellbeing, they felt that their individual needs were not being addressed. 
Participants 3 and 4 viewed these experiences as deficit-oriented, as they agreed that there can 
be an emphasis on what they are struggling to do to support their wellbeing – and why that is 
Quote 
number 
Supporting holistic wellbeing focus group participant quotes  
57 
"[In CADS] we were very much encouraged to do spiritual things, like meditation... 
yoga... to look at community, look at the bits in your life that are missing - and 
especially if it's spiritual stuff - [and] to actually work on that." 
[Participant 2] 
58 
“… When you go to a GP… the first thing they address is like mental health, eating, 
sleeping, exercise – all really important [things]. But if you’re in a very dark place of 
mental distress, your first goal in the morning isn’t going to be going outside [to 
exercise] – it’s going to be ‘can I get out of bed? Can I feed myself?’“ 
[Participant 3] 
59 
[Participant 3] “[GPs ask] ‘Do you exercise much?’ And you’re like ‘Well, no, I don’t 
have time’, and they’re like ‘Do that and you’ll feel way better.’ And it’s like, but what if 
I can’t? What if what I need is like a friend to talk to, or a safe space?” 
[Participant 4] “It’s sort of like a weird way of blaming you… my doctor was like ‘Well if 
you don’t eat breakfast, you’re not set up for the day.’ So it’s like it was my fault that I 
struggled to get out of bed and feed myself.” 
[Participant 3] “Exactly! Whereas if you get an actual therapeutic relationship, they 
might say that but in a way that doesn’t make you feel like complete shit.”  
[Participant 4] “Yeah, and give you hope that you could do it, not just that you’re not 




bad – instead of taking a strengths-based approach and focusing on strategies to support them 
in the things they could be doing to improve their wellbeing (Table 55 quote 59).  
Interestingly, in their final comments of the exchange above, Participants 3 and 4 also 
recognised that sharing a positive therapeutic relationship with their GP could be a facilitator 
of strengths-based approaches to holistic wellbeing. They viewed a therapeutic relationship as 
a foundation for discussions in which MHS-users can feel supported rather than discouraged, 
as well as hopeful about the steps they could take to build their capabilities and support their 
own wellbeing.   
Culturally responsive services 
All focus group participants agreed that having access to culturally responsive services is 
important for MHS-users. Participant 5 reflected that, in the Dunedin area for example, there 
is limited access to kaupapa Māori MHS compared to other parts of NZ. Participant 3 
challenged the emphasis placed on access to ‘culturally’ responsive services, explaining that 
there are other identities that are also under-served in current service configurations. Participant 
3 suggested that ‘identity responsive services’ would be a more inclusive term, encompassing 
culture, gender, sexual orientation, and disability (Table 56 quote 60). 
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Table 56: Culturally responsive services and coordination between care teams (Singer 
dimension 2) focus group participant quotes 
 
Coordination between care teams  (Singer dimension 2) 
When asked about their experiences of coordination between care teams (Singer dimension 2), 
the participants expressed frustration that they had often observed poor information sharing 
Quote 
number 
Culturally responsive services and coordination between care teams 
(Singer dimension 2) focus group participant quotes  
60 
“Culturally responsive services, I think is really important, but I also think that it 
doesn’t deal with inter-sectionality… having invisible illnesses, or being a person with 
disability, or being a person who’s biracial/multi-racial, being a person who’s in the 
rainbow community … How can I be all of myself in this therapeutic space if you’re 
acknowledging just one part of me as valid, but these [other] three don’t exist 
because you can’t try and fix them?” 
[Participant 3] 
61 
“It’s amazing how much as a consumer – I hate that word – you have to talk to all 
these different people about what the other people said, and what you need to do, 
and what you want to do. And everyone you go to – your GP, your psychiatrist, 
psychologist, psychotherapist, all of them – you have to say the same thing, all the 
time, every week. And it’s like, just communicate [with each other]! …. It’s a 
headache when you’re not well, and you’re trying to be consistent [with information 
sharing] as well.” 
[Participant 4] 
62 
“I just felt it was really crazy to have people working with my addictions and 
depression etc., and then seeing them once a week, and then seeing my doctor once 
a week, and no one was talking… so I got them in touch with each other and said 
‘Look, I’m willing to waive my privacy’… But I don’t know if they could’ve done that 
without me initiating it. I thought it was really helpful, because otherwise you’ve got 
the left hand doing one thing and the right hand doing something else, and they’re 





processes – particularly between secondary MHS and primary care teams. Participant 4 
described feeling exasperated by constantly repeating information to each and every service 
they were engaged with (Table 56 quote 61).   
Participant 4’s frustration lay not only with the lack of communication between care providers, 
but with the pressure and responsibility that this lack of communication placed on them to 
ensure the correct information is shared with the appropriate providers. Participant 2 shared 
their experience of carrying the burden of information sharing, describing a time where they 
initiated and facilitated information sharing between MHS and their GP (Table 56 quote 62).   
After they insisted and waived their privacy rights, Participant 2’s experience of 
communication between providers was positive, with Participant 2 reflecting that it was helpful 
to ensure continuity in the care they were receiving. However, this improved communication 
only occurred because Participant 2 advocated for it – something that, as Participant 4 
suggested, could be unmanageable for some people who are acutely unwell.   
Participants 2 and 4’s stories of needing to advocate for services to communicate effectively 
with one another demonstrates that the new theme that emerged from the focus group, the need 
for self-advocacy, also has an integrated care component. In the stories shared above, 
Participants 2 and 4 showed that in addition to facilitating self-determination and active 
partnership in decision-making, self-advocacy can also be a necessary facilitator of information 
sharing. 
Navigator/Advocate 
When the student researcher described the potential role and function of a navigator or 
advocate, the focus group participants uniformly agreed that this support would be helpful. 
None of the participants had access to a navigator or advocate. Participant 4 said that when 
they first became engaged with services, they were told that their psychiatric district nurse 
(PDN) would fulfil the role, however, in reality that was not the case. Overall, the participants 
agreed that a navigator/advocate could be a helpful facilitator and supporter of PCJUC by 
bridging the gap between services, facilitating greater communication between providers, 
ensuring MHS-users’ voices are heard and valued in decision-making processes, and – where 
appropriate – supporting MHS-users to advocate for themselves. The participants suggested 
that it would be ideal if the navigator/advocate had lived-experience themselves.  
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One potential limitation of the navigator/advocate role was raised by Participant 3, who 
suggested that above all, it is important that a navigator/advocate supports the self-
determination and active partnership of MHS-users, and does not act as a MHS-user substitute 
(Table 57 quote 63). 
Table 57: Navigator/Advocate focus group participant quotes 
 
In the quote above, Participant 3 touches on the importance of MHS-users being able to choose 
who their navigator/advocate is. Not only does this reinforce the importance of MHS-users’ 
self-determination surrounding who is in their care team, it also relates to the centrality of 
relationship building to people-centred care. Later in the discussion, the participants discussed 
the characteristics of a positive and effective therapeutic relationship, and suggested that in the 
context of a navigator/advocate, having someone that is easy to talk to – even about non-health 
related things – is incredibly important (Table 57 quote 64).  
Quote 
number 
Navigator/Advocate focus group participant quotes  
63 
“In theory, I think having that kind of person [a navigator] is good. I think it runs the 
risk of [limiting the] active partners[ship] for the person, and I also think if it is going to 
be one person [who is a navigator/connector], the person with the lived-experience… 
they need to be crucial in deciding who they’re comfortable with being that 
[navigator]. And it doesn’t necessarily have to be someone new – it can be someone 
who’s already in their team.” 
[Participant 3] 
64 
“If you have someone that you can talk to, even about mundane things just to distract 





5.3.3 Participants’ feedback on the draft PCJUC-Q 
This section presents a summary of the feedback participants shared about the draft PCJUC-Q 
v1.0 (Appendix 5). Table 58 summarises participants’ verbal and written feedback, with a full 
table of the feedback provided in Appendix 7. Some comments were repeated across multiple 
questions – for example, some participants objected to the term ‘recovery’ each time it was 
used. For brevity, these repeated comments are only included once. 
Terminology feedback: ‘recovery’  
Most focus group participant feedback surrounded terminology. Most notably, the participants 
felt the term ‘recovery’ is not strengths-based, explaining that it pathologises mental illness 
and reinforces a biomedical paradigm of mental illness/distress. They felt it suggests that 
people were ‘better’ before their experience of distress and are therefore ‘lesser than’ while 
experiencing distress – when in reality many people are able to cope and live well with mental 
illness. The participants offered ‘wellbeing’, ‘journey’, and ‘wellness’ as alternatives to 
recovery.  
Terminology feedback: ‘identity’ 
Participants suggested broadening the scope of questions about ‘culture’ to make them more 
inclusive of other identities. Participant 3 in particular offered some profound insight into their 
experience of embodying multiple identities, yet feeling as though health professionals are only 
able to positively engage with one. They suggested that broadening ‘cultural’ services to 
include ‘identity responsive services’, such as rainbow friendly services and disability-friendly 
services, would be a more inclusive and holistic way to phrase the question. Participants 1 and 




Table 58: Summary of focus group participant feedback on the draft PCJUC-Q 
 
Response options 
Participants all agreed including an open-ended comment box for each question is a helpful 
way to ensure MHS-users are able to engage fully with the questionnaire. There were some 
questions where the suggested Likert scale response options (ranging from ‘strongly agree’ to 
Question Focus group participant feedback 
Instructions Not attention grabbing – most participants skipped over it at the beginning and 
missed the important information  
Q1 ‘Staff’ is confusing, ‘key members of my care team’ (as in Q8) makes more sense 
Q2 Add ‘to the extent I want them to’  
Q3 Change ‘personal/cultural beliefs’ to ‘identity/beliefs’ 
Q4 ‘As much as I would like them to be’ is an important qualifier  
Q5 Helpful as it indicates to people that there are supports available  
Q6 Could be split into two questions, as staff may ask service-users about their ideas 
and opinions, but service-users may not necessarily feel like equal partners 
Q7 Recovery is not a good term – it suggests that someone is ‘less than’ while 
experiencing distress. ‘Journey’ or ‘wellbeing’ would be appropriate alternatives  
Q8 An important question, and the definition of MDT is helpful  
Q9 (No feedback offered) 
Q10 (No feedback offered) 
Q11 (No feedback offered) 
Q12 (No feedback offered) 
Q13 A more strengths-based term than ‘recovery plan’ could be ‘journey going forward’ 
Q14 ‘Things I want to get back in my life’ is not strengths-based – could be replaced with 
‘things I want to improve in my life’, or ‘things I want to strengthen’.  
Q15 There should be an additional question asking who initiates and drives this cross-
service communication and coordination? 
Q16 (No feedback offered) 
Q17 ‘Move between’ is unclear, ‘I am supported in accessing additional support’ could 
be an alternative. 
Q18 Should include a stipulation about the service-user maintaining control over which 
services have access to information etc.  
Q19 ‘Recovery plan’ could be changed to ‘wellness plan’ 
Q20 Although this is a helpful idea, it’s not currently available to most people 
Q21 Expand to include ‘cultural’ services 
Q22 Peer-support isn’t for everyone, so may not be an important question to everyone 
Q23 An important issue which differs strongly between services 
Q24 This raises a larger issue around lack of awareness among service-users about their 
right to information  
Q25 Explicitly include a “cultural/identity support” question, and include examples 
Q26 (No feedback offered) 
Q27 (No feedback offered) 
Q28 (No feedback offered) 
Q29 This is highly service-dependent – some are easily contactable, others are not 
Q30 Could be framed as whether or not services reach out to remind service-users they 




‘strongly disagree’) were not suitable, as the participants explained that there may be cases 
where some services/providers do things, while others do not. For example, in the case of 
question 23, which asks if MHS-users can easily access all their important medical information, 
participant 2 explained that CADs allows MHS-users collaboratively write and access their 
case notes, but GPs do not allow MHS-users access to their clinical notes. Accordingly, 
frequency Likert scale response options (e.g. ‘none of the time’ to ‘all of the time’) were 
identified as more appropriate for these questions.  
Instructions for completing the measure  
The participants felt the instructions were helpful, but they were not eye-catching, and most of 
the participants skipped past them. The participants suggested the measure be formatted to 
make the instructions stand out.  
5.4 Discussion 
This section discusses the focus group findings – both relating to participants’ experiences of 
PCJUC, as well as their feedback on the draft PCJUC-Q – in the context of the key informant 
interview findings, the existing measures identified in the scoping review, and the wider 
literature.  
5.4.1 The new PCJUC model  
Focus group objective A (Table 42) was to understand the focus group participants’ 
experiences of the aspects of the new PCJUC model, and if the various dimensions of the new 
PCJUC model are relevant and important. The new PCJUC model was developed based on 
discussions with key informants, many of whom, like focus group participants, also have lived-
experience of mental illness/distress. However, the key informants were interviewed because 
of their expertise within the mental health and addictions field – they all had roles in MHS 
design, delivery, policy, and/or advocacy. Therefore, examining the relevance of the new 
PCJUC model with the focus group participants was an opportunity to test the PCJUC model 
with a select group of ‘lay-people’ who do not have professional roles in the sector. This was 
a crucial step in determining the acceptability of the new PCJUC model, and therefore, the draft 
PCJUC-Q. 
Overall, the focus group participants found each dimension of the new PCJUC model to be 
relevant and acceptable. They actively engaged with the concepts, often sharing their own 
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stories or observations of how the concepts work (or do not work) in practice. Numerous times 
throughout the discussion of PCC concepts, participants remarked that providers had never 
asked them about these things – for example, some participants had never been asked about 
what their personal preferences, goals, and aspirations for wellbeing are. However, when asked 
if the concepts are relevant and important to them, the participants agreed that although they 
had not necessarily experienced some of these PCJUC concepts, they are important concepts 
that would have improved their experiences of services. This was an encouraging sign that the 
new PCJUC model reflects MHS-users priorities within a NZ context and embodies aspects of 
PCJUC that can contribute to improving MHS-users experiences of services.  
Some ideas emerged from the focus group that were not fully captured in the scoping review 
or the key informant interviews. These ideas are discussed below and include: 
• The need for self-advocacy 
• Diagnostic overshadowing 
The need for sustained, staunch self-advocacy 
Weaved throughout many of the focus group participants stories was an underlying frustration 
at the need to self-advocate in order to have their right to self-determination upheld by health 
professionals. Self-advocacy in itself is positive – it can facilitate MHS-user involvement in 
decision-making (Auerbach, 2001; Brashers et al., 1999; Hamann et al., 2006; Jonikas et al., 
2013), and in some studies, has been linked to improved health outcomes (Jonikas et al., 2013; 
Lambert et al., 2007).  
Self-advocacy can be a facilitator of self-determination, and thus the wider goal of people-
centred care to ensure MHS-users priorities, preferences, values and beliefs are central to 
decision-making. The frustration and objection the focus group participants were vocalising 
was not at the concept of advocating for what they wanted and needed – as the participants all 
agreed that self-determination is critical – but rather at services that were not responsive to 
their self-advocacy. This lack of responsiveness was experienced by participants as direct 
dismissals of their care preferences or experiences, such as Participant 4’s story of attempting 
to access diazepam, or Participant 3’s story of having to advocate for health professionals to 
recognise and address their chronic pain. However, services’ lack of responsiveness was also 
experienced as a wider system-level issue, as illustrated in Participant 2’s story of pushing for 
their various care teams to communicate with each other. In Participant 2’s story, there were 
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systemic barriers in place that forced them to continually advocate for information sharing and 
coordination (Singer dimension 2) – something that, as Participant 4 explained, can be difficult 
for people who are experiencing distress.  
The lack of pathways to facilitate self-advocacy – as well as participants’ experiences of being 
dismissed while advocating for themselves – created an environment in which sustained, robust 
self-advocacy was required from participants, often during times of distress and challenge. In 
many ways, the need for continued, staunch self-advocacy is symptomatic of a larger problem: 
that the system is not people-centred – it does not prioritise MHS-users preferences, beliefs, 
opinions, and values – and therefore, MHS-users are forced to “lay down the law and fight” 
(Participant 4) if they are to be listened to. 
Diagnostic overshadowing 
Another concept raised by the focus group participants that was not already fully captured in 
the new PCJUC model were their experiences of diagnostic overshadowing. Jones et al. (2008) 
describe diagnostic overshadowing as the misattribution of physical symptoms to mental 
distress. Participants 3 and 4 both shared stories in which their physical health conditions were 
overlooked and minimised because of – or even attributed to – their mental distress, leading to 
poor outcomes for their physical health. For example, Participant 4 endured weeks of intense 
abdominal pain before their gall stones were accurately diagnosed – and more complex post-
operative healthcare needs. 
These experiences of diagnostic overshadowing also impacted negatively upon their overall 
wellbeing – Participants 3 and 4 described feeling devalued and mistrusted when health 
professionals did not believe them, and exhausted and frustrated from having to continually 
fight to be listened to. Participant 4 also described feeling self-doubt, as the dismissiveness of 
health professionals left them wondering if they were indeed being overly dramatic about the 
pain they were in.  
Nash (2013) identified a range of drivers of diagnostic overshadowing for MHS-users, 
including stigma and discrimination from health professionals, limited knowledge among 
health professionals about recognising and treating physical health conditions among people 
experiencing mental illness, and poor coordination between physical and mental health 
services. Not only does diagnostic overshadowing lead to poor health outcomes/quality care in 
the short term, but the delayed diagnosis and treatment of physical health conditions that result 
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from diagnostic overshadowing increase the risk of complications, and therefore poor 
outcomes in the longer term as well (Nash, 2013). 
Treatment overshadowing can also occur – whereby people with mental illness diagnoses also 
receive poorer quality care (or less care overall) (Jones et al., 2008; Jopp et al., 2001). This is 
consistent with Druss (2007)’s findings that PwSMI were less likely to receive the appropriate 
best-evidence care across a range of health conditions, including diabetes and hypertension. 
Accordingly, the issue of diagnostic overshadowing relates not only to diagnosis (and believing 
MHS-users), but also to the quality and level of care MHS-users receive post-diagnosis.  
 Barriers to PCJUC: contextualising the new PCJUC model 
The focus groups participants’ experiences and observations of PCJUC helped to contextualise 
the PCJUC model and confirm it’s constructs as important and relevant for MHS-users in NZ. 
The new themes that emerged from the focus group – the need for sustained, staunch self-
advocacy, and diagnostic overshadowing – depict barriers to PCJUC that the participants had 
experienced. Although the new PCJUC model is positively oriented (it represents what ‘good’ 
PCJUC entails, rather than what ‘poor’ PCJUC experiences may look like), it is critical to be 
cognisant of these barriers to PCJUC. Therefore, they have been depicted alongside the new 




Figure 11: The new PCJUC model, contextualised with barriers to PCJUC identified in the 
focus group 
5.4.2 The draft PCJUC-Q  
In general, participants agreed that the questions in the draft measure were well worded, 
although an important suggestion was made regarding the term ‘recovery’. Two participants 
(Participants 3 and 4) saw ‘recovery’ as deficit-oriented rather than strengths-based, because it 
focuses on ridding a person of ‘what is wrong with them’, rather than building upon a persons’ 
strengths and supporting them to grow the capabilities they need to self-manage. Furthermore, 
the participants found ‘recovery’ to represent a false narrative, as many people never ‘recover’ 
from their mental illness, but rather learn to manage their mental illness and live full and 
functional lives with it. As a result, ‘recovery’ was removed from the draft PCJUC-Q.  
Interestingly, some key informants happily used the term ‘recovery’, not only in wider 
discussions about PCJUC, but also in reference to their own experiences. As discussed in 
Chapter 1, the recovery movement that emerged within the MHS-user led movement in the 




explored and discussed in this thesis, including self-determination, active partnership in 
decision-making, strengths-based approaches, and building capabilities.  
One of the key informants, Mary O’Hagan, was at the forefront of the MHS-user led movement 
in NZ during this time. She explained that in addition to objections to the word ‘recovery’ 
itself, there has been debate in NZ since the late 1990s about the wider focus of the international 
recovery movement on individual (personal) recovery, which does not address the systemic 
societal, economic, and political barriers and facilitators of recovery (O'Hagan et al., 2012). 
That two of the focus group participants found ‘recovery’ problematic, whilst many of the key 
informants with lived-experience do not, is a reminder that continual engagement and 
partnership with current MHS-users is critical to ensuring that research and MHS design and 
delivery are shaped to meet the needs and preferences of the people using them at present.  
Additionally, one of the focus group participants raised the importance of identity responsive 
services – be it rainbow services (LGBTQI+ friendly services), gender-specific services, 
disability services, and/or religious services. Although a number of the measures included in 
the scoping review (see Chapter 3 and Appendix 4) had questions relating to culture, beliefs, 
and values, none included questions with an overarching inclusive phrase like ‘identity’. 




Chapter 5 Summary: 
• The new PCJUC model and draft PCJUC-Q v1.0 were taken to a focus group of 
current/recent MHS-users. Focus group participants were asked to discuss their 
experiences or observations of PCJUC to give context to the new PCJUC model – and to 
confirm the constructs within the model as relevant and important to MHS-users in NZ.  
• Participants were also asked to identify strengths and omissions in the draft PCJUC-Q v1.0, 
and to work collaboratively to generate solutions. This informed the refinement of the draft 
PCJUC-Q into v2.0. 
Next Chapter: Face validity checking 
• The refined draft PCJUC-Q v2.0 was distributed to key informants and focus group 
participants for final feedback.  
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Chapter 6: Face validity checking 
6.1 Introduction 
Approaches to ensuring the ‘quality’ of qualitative research are widely discussed in the 
literature. Unlike quality assurance approaches common in quantitative research, where the 
validity and reliability of data is often measured as an indicator of quality, methods of ensuring 
the quality of qualitative research must reflect the inherent subjectivity of qualitative research 
(Savin-Baden, 2013). A phenomenological approach was taken in this research. The aim of 
holding key informant interviews and the focus group was to understand what PCJUC is from 
people’s own experiences and viewpoints. The richness and power of the key informant 
interviews and focus group data lies directly in the subjectivity of the ‘truth’ of what PCJUC 
is through participants’ insights and stories, and the contextualisation of the concepts of PCJUC 
explored in this thesis within participants’ own lives.  
In Chapter 5, the focus group participants collaboratively discussed the strengths and gaps of 
the questionnaire, as well as ways to improve it. This feedback directly informed refinements 
in the questionnaire, resulting in version 2.0 of the measure. Based upon the participant’s 
feedback, the draft PCJUC-Q v2.0 had four additional questions relating to being equal partners 
in care (Q7), building capabilities (Q9), having to drive communication between care teams 
(Q19), and access to culturally/identity-responsive services (Q29). While some existing 
measures identified in the scoping review were similar to Q7 and Q9 (Table 59), no existing 
measures included questions similar to Q19 and Q29 – these were developed by the student 
researcher. They are indicated with a red (*) in Table 59. 
To highlight the changes made to the PCJUC-Q v1.0 questionnaire following the focus group, 
a track-changed version of the draft PCJUC-Q v2.0 is provided in Appendix 8, alongside a 
final ‘clean’ copy of version 2. This chapter details the quality assurance steps taken to ensure 
that the draft PCJUC-Q v2.0 accurately reflects the feedback offered by the focus group 
participants by checking the face validity of v2.0 of the questionnaire with key informants and 
focus group participants. Checking with qualitative research participants is the process of 
verifying the researcher’s analysis and interpretation of the data with the participants, providing 
some assurance that the researcher has understood and reflected participants’ own experiences 
and understandings of the topics (Savin-Baden, 2013). Focus group participants were asked to 
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confirm if their feedback about the measure was accurately translated into amendments to the 
questionnaire, and if not, suggest additional improvements. 
The draft PCJUC-Q v2.0 was also shared with eight of the key informants who had signalled 
their willingness to provide such feedback. The key informants had never seen the draft 
questionnaire in any form, but the purpose of sharing PCJUC-Q v2.0 was to check the face 
validity of the revised questionnaire with them in light of their feedback that had informed the 
development of the new PCJUC model, and to utilise the key informants’ diverse expertise to 
generate further feedback on the draft questionnaire. This is akin to the ‘peer examination’ 
method of qualitative quality assurance with peers “reviewing various phases of the research 
to confirm suitability” (Savin-Baden, 2013) (p.478).  
6.2 Methods 
In early January 2020, the key informants and focus group participants who consented to 
participate in face validity checking (eight key informants and all focus group participants) 
were contacted via email and provided version 2.0 of the questionnaire. The key informants 
and focus group participants were asked to read over version 2.0 of the questionnaire and 
provide written comments in the ‘Additional Comments’ section available next to each 
question. They were also asked to complete five short answer questions, which covered topics 
such as the clarity of the questionnaire’s instructions and the appropriateness of the question 
response options (see Appendix 8).  
Key informants and focus group participants were reminded that they were not being asked to 
answer the questions, but rather to provide feedback on the questions themselves – for example, 
if the wording makes sense, and if they viewed the questions as important aspects of PCJUC. 
They were reminded that they could choose not to respond. Key informants who had asked to 
remain anonymous, and all focus group participants were reminded that any comments and 
feedback they provided would remain completely anonymous. Finally, the key informants and 
focus group participants were asked to return their feedback within two weeks and after one 
week, a reminder email was circulated.  
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6.3 Results  
6.3.1 Feedback from key informants 
In total, four key informants provided feedback about the draft PCJUC-Q v2.0. One key 
informant provided general approval and satisfaction with the questionnaire via email, but did 
not provide detailed written feedback. Two provided question-specific feedback in the 
‘additional comments’ section of the draft questionnaire. Two answered the five short answer 
questions. The key informants’ feedback is presented below.  
Measure length and clarity 
Two key informants suggested that the number of questions be reduced to improve the overall 
clarity of the questionnaire. One suggested that there may be questions that assess overlapping 
themes, or questions that address areas of PCJUC that are less of a priority to measure than 
other areas – however, this key informant did not specify which questions overlap, or did/did 
not address priority areas of PCJUC. The same key informant also suggested that, in order to 
ensure the questionnaire is accessible to MHS-users of all literacy levels, long and technical 
words be simplified, but did not suggest specific words that should be replaced. Although the 
two key informants felt the questionnaire’s instructions were clear, one of them suggested that 
an additional comment be added to the instructions encouraging MHS-users to seek help (e.g. 
from a family member or friend) in completing the questionnaire if required.  
Response options  
One key informant suggested that an agreement-based Likert scale (e.g. strongly agree to 
strongly disagree) be used as the response options, rather than the frequency Likert scale 
included in the draft PCJUC-Q v2.0. This key informant highlighted question 1 (“Staff ask me 
what I feel the most important health/wellbeing issues are for me, and the type of support I feel 
I need from services”) as an example of why an agreement scale could be more appropriate. 
They suggested that staff asking MHS-users about these things is not required all of the time 
or at every contact – and in fact, if staff were to do so, it could become quite tedious for MHS-
users and staff alike. Accordingly, the key informant suggested that response options 
measuring whether or not staff ask about MHS-users’ health and wellbeing priority areas and 
support needs, rather than how often staff discuss these matters with MHS-users, could be more 
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effective. In contrast, another key informant felt that the response options were logical and 
relevant. 
Conceptual clarity 
One key informant explained that there will be MHS-users who only use one service (e.g. if 
someone is only engaged with a single primary care service for all their health/wellbeing 
needs). As such, the key informant suggested prefacing the ‘Care Coordination’ section of the 
measure with a statement explaining that the care coordination questions are only relevant for 
people engaging with multiple different services.   
6.3.2 Feedback from focus group participants  
Three focus group participants returned feedback. One of the participants provided additional 
comments and answered the five short-answer questions, and one provided additional 
comments but did not answer the five short-answer questions, and one participant did not 
provide any specific feedback on the draft questionnaire but provided generally approving 
comments via email.  
Questionnaire length and clarity  
One participant suggested that the questionnaire was too long and could be difficult to complete 
for MHS-users with literacy challenges, and suggested that an option to seek help in completing 
the questionnaire be added to the instructions. The same participant also suggested that some 
of the terminology may be confusing for some MHS-users, highlighting terms such as ‘care 
plans’ as an example.  
Terminology 
One participant found the use of the term ‘staff’ confusing in some of the questions. This had 
been raised during the focus group, as some of the participants felt that ‘staff’ related to 
administrative personnel, rather than health professionals. However, upon subsequently 
reading through the measure instructions, many of the focus group participants said they 
understood what was meant by ‘staff’. The feedback from this participant in the member 
checking process that ‘staff’ remains confusing suggests that an alternative term could be used.  
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6.4 The draft PCJUC-Q v3.0 (an output of this 
thesis) 
Below in Table 59 is the draft PCJUC-Q v3.0 – one of the outputs of this thesis. The 
questionnaire has 32 questions and was developed in relation to the new PCJUC model, which 
emerged from the key informant interviews (Chapter 2) as an adaption of the Singer framework 
for measuring integrated patient care. The new PCJUC model, together with the findings of the 
scoping review of existing self-report measures of integrated care and/or people-centred care 
(Chapter 3), formed the basis of the draft PCJUC-Q v1.0 (Chapter 4). This initial draft 
questionnaire was then refined by the feedback generated in the focus group (Chapter 5), 
resulting in the development of the draft PCJUC-Q v2.0. Finally, after distributing the draft 
PCJUC-Q v2.0 to the focus group participants and key informants and asking for final 
comments in a face validity checking process, the draft PCJUC-Q v3.0 was developed. The 
process of developing the draft PCJUC-Q is shown in Figure 12. The 32 questions in the draft 
PCJUC-Q v3.0 that have been informed by measures identified in the scoping review have 
been referenced in Table 59. The two questions (Q19 and Q29) which were developed by the 
student researcher without input from existing measures are identified with a red (*).  
 





The draft PCJUC-Q v3.0 is an output of this thesis (alongside the new PCJUC model). It is 
called the ‘draft’ PCJUC-Q v3.0 because it is still in draft form – further psychometric testing 
of the measure is required among a larger group of MHS-users before the measure can be 
recommended for wider use. Those next steps are discussed in Chapter 7: Overall Discussion. 
Previous iterations of the draft PCJUC-Q v3.0 (the draft PCJUC-Q v1.0 and the draft PCJUC-




Table 59: The draft PCJUC-Q v3.0 
   
PLEASE READ THE FOLLOWING INSTRUCTIONS BEFORE ANSWERING THE QUESTIONS 
If you would like help going through the survey questions, please ask someone you are comfortable talking about these things 
with to help you (e.g. a wh                                                          
This survey includes 34 questions. It has 6 sections. 
• The ‘People-Centred’ section asks questions about how often services ask about and respond to your priorities, needs, and preferences about your 
care. This section also asks about the relationships you have with staff members. 
• The ‘Coordination and links between services’ section and the ‘Information sharing’ section ask questions about how often information is shared 
between different services, and with you. 
• The ‘Cultural, social and community services’ section asks questions about how ‘non-health’ services are joined-up with the health services you 
use. 
• The ‘Access’ section asks questions about how accessible different services are to you. 
• Finally, the ‘Contact in-between visits’ section asks questions about how active different services are about offering you support between scheduled 
appointments. 
When answering the questions below, please think about your experiences of services over the past 12 months. When questions talk about ‘        ’, they 
mean all the different services you use to support your wellbeing. Among other things, this could include your GP practice, community-based mental 
                                                           ‘  y     ’                 (  k                      y         )  or allied health services (like a 
physiotherapy or occupational therapy). 
 
When questions ask about staff or health providers they mean any staff, such as doctors, nurses, mental health professionals, receptionists, social workers 
and allied health professionals, such as physiotherapists or occupational therapists. 
 
Please answer each of the following 34 questions. 
 
For each question, please place one tick () in the column you feel best describes your experiences. If you have any additional comments you would like 
to share, you can write them into the ‘additional comments’ box next to each question. 
People-Centred   
In general, across all the different services I use to support my 





















1) Staff ask me what I think the most important health/wellbeing issues 
are for me, and the type of support I feel I need from services (e.g. 
getting a job, improving my physical health, finding good housing, 
improving my social relationships, improving my social skills, among other 
things). 11 
      

















2) Staff get to know me and talk to me about all the things that are 
important to me, not just my diagnosis, to the extent I want them to 
(e.g. the important relationships in my life, my job, and/or my hobbies, my 
feelings, among other things)12 
      
3) I feel that staff understand and respect my personal/cultural beliefs, 
identity(s) and values13 
      
4) T                       (             y         )     
encouraged by staff to be as involved in my care, as much as I would 
like them to be14 
      
5) T                       (             y         )           
support they need from services15 
      
6) Staff ask for my ideas and opinions about possible care options, and 
we make decisions together as a team16.  
      
7)  I feel that the staff and I are equal partners17       
 
11 CPC (Q11) Clark et al. (2008); MPEPHC (Q17) Wong et al. (2013) 
12 CONNECT (S1, Q2) (Ware et al., 2003); HCS (QB4b, QB4c) Iezzoni et al. (2015); MCQ (Q11) Harley et al. (2009) 
13 Patient Satisfaction Questionnaire (Q1) Scrymgeour et al. (2013); PCCPQ-PIR (Q5, 11, 16, 25, 29) Tondora et al. (2014) 
14 CCRQ (Q31) (Cott et al., 2006); Patient Satisfaction Questionnaire (Q17) Scrymgeour et al. (2013); ACSS-MH (Q38) Durbin et al. (2004); ICS (Q11a) (Suhonen et al., 
2000); PEICS (Q3) Joober et al. (2018) 
15 CCRQ (Q4) (Cott et al., 2006) 
16 CPCQ (Q18, 26) McGuiness et al. (2003); PACIC (Q1) Glasgow et al. (2005); PCCPQ-PIR (Q13, 30) Tondora et al. (2014) 




8) I am encouraged to set personal goals for my wellbeing, and staff 
regularly follow up with me about these goals to discuss how they 
can support me to achieve them18  
      
9) Staff support me to develop the skills I need to manage my own 
wellbeing19 
      
       

















10) I am included in my multi-disciplinary team meetings (meetings that 
involve all the different doctors/nurses/staff involved in my care 
from all the different services I use)20 
      
If you have been included in multi-disciplinary team meetings before, 
answer this question (10a). If you have not been included in multi-
disciplinary team meetings before, go to question 11. 
 
10a) I am encouraged to bring support people (e.g. family, whānau, friends, 
an advocate, a peer support worker) to the multi-disciplinary team 
meetings21 
      
 
In general, I feel that the staff across all the different services I use to 
support my health and wellbeing… 
 
      
11) Are trustworthy and  I feel that I can be honest and open with them 
about my feelings and the things that are worrying me22 
      
 
18 STAR-P (Q1) McGuire-Snieckus et al. (2007); MHSIP (“I, not staff, decided my treatment goals”) (Center for Mental Health Services, 1996); MPEPHC (Q31) Wong et 
al. (2013); PACIC (Q7) Glasgow et al. (2005); PPIC 2.1 (Q18)  Friedberg et al. (2019) 
19 MHCCS (Q4) Zlateva et al. (2015); PCCPQ-PIR (Q26) Tondora et al. (2014) 
20 PCCPQ-PIR (Q14, 17) Tondora et al. (2014) 
21 PCCPQ-PIR (Q1, 6) Tondora et al. (2014) 
22 ARM (Q1, 8) (Agnew‐Davies et al., 1998); STAR-P (Q2, 3, 5) McGuire-Snieckus et al. (2007) 
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12) Listen carefully to me, and they treat me as a person instead of just 
        ‘    ’23 
      
13) Really know and understand me24 
 
      
14) I have felt unfairly treated or disrespected by staff (e.g. doctors, 
nurses, reception staff) from one or more of the services I have used 
over the past 12 months25 
      
       


















When I think about all the different services I use to support my health 
and wellbeing, in general… 
 
      
15) My strengths and talents are recognised and included in my  
care/treatment plan26   
      
16) My care/treatment plan talks about the things I want to improve in 
my life (e.g. a home, employment, finanical security, social relationships, 
hobbies, education, among other things), not just the things I want to 
overcome27 
      





In general, I feel that the staff across all the different services I use to 
support my health and wellbeing… 
 
      
17) Communicate well with each other28       
 
23 CCRQ (Q5) (Cott et al., 2006) 
24 PERCCI (They really understand me) Wilberforce et al. (2018); CARE (Q4) (Mercer et al., 2004) 
25 PSQ (Q9, 26) Marshall et al. (1994); HCS (QB5) Iezzoni et al. (2015); SAQ (Q18) Goodwin et al. (2003) 
26 CONNECT (S1, Q1; S2, Q1) (Ware et al., 2003); CPC (Q13) Clark et al. (2008); PCCPQ-PIR (Q7, 8) Tondora et al. (2014) 
27 PCCPQ-PIR (Q10, 18) Tondora et al. (2014) 
* Developed by the student researcher and informed by the new PCJUC model  




18) Work together as if they are one team29 
 
      
19) Require me to actively drive communication between staff members 
and teams* 





20) If I need additional support from a different service, the services I am 
in contact with help me to access it.30 
      
 21) In general, the staff across all the services I use know my up-to-date 
health information (e.g. my current medications/dosages, my 
care/treatment plan, my previous medical history)31 





















22) If one staff member has changed my care/treatment plan (e.g. 
medications), the other services involved in supporting me know 
about it quickly32  
      
23) When I think about all the different services I use to support my 
health/wellbeing, there is one person that coordinates between 
these services and makes sure that services follow up with me (e.g. a 
case manager or navigator)33 
      
        
 
29 Patient's specific experiences with care and overall rating of care Ayanian et al. (2010); PTE (Q19) Kilpatrick et al. (2019)l CCRQ (Q36) (Cott et al., 2006) 
30 Patient Satisfaction Questionnaire (Q9, 14) Scrymgeour et al. (2013) 
31 HCCQ (Q17) (Kowalyk et al., 2004); MPEPHC (Q35, 39) Wong et al. (2013); Relational and management continuity survey (Q12) (Gulliford et al., 2011) 
32 PTE (Q29) Kilpatrick et al. (2019); PPCMC (“Where there times when the person you were seeing did not have access to your recent test or exam results?”) 
(Haggerty et al., 2012) 
33 PPCMC (“Thinking about ALL the persons you saw in ALL different places you went for your care, is there one who ensures the follow-up of your health care 





24) I can easily access all of my medical information when I require it or 
want it (e.g. my medical history, prescription history, previous treatment 
decisions, clinical notes)34 
      
25) Staff share with me all the information I need to know to make 
decisions about my care (e.g. how different medications work, what the 
potential side effects of medications may be, the other treatment options I 
have besides medication) 35 
      




26) Staff (e.g. GPs, nurses, psychiatrists, psychologists) know about the 
different cultural/social/community services available, and help me 
to connect with services that can help me36 
      
27) I am offered peer-support (support from someone who has lived 
experience of mental illness, either one-on-one, or in a group)37 
      
        

















28) I have been able to get access to all the services I feel I need to 
support my wellbeing 38 
(Among other things, this could include services to improve physical health, 
like physiotherapy or care from your GP, services that assist with income 
support, like WINZ, and/or services to support your mental and emotional 
wellbeing, like counselling).  
      
29) I can easily find a service(s) to meet needs specific to my culture, 
identity(s), beliefs, and values* 
(e.g. a service that is responsive to my cultural needs, a rainbow friendly 
service, a service that understands and responds to my religious/spiritual 
needs, a service that is disability friendly, among other things). 
      
 
34 CCRQ (Q25) (Cott et al., 2006) 
35 PTE (Q50, 30) Kilpatrick et al. (2019) 
36 Patient Satisfaction Questionnaire (Q9, 14) Scrymgeour et al. (2013); CCRQ (Q10) (Cott et al., 2006); PEICS (Q13) Joober et al. (2018) 
37 CPC (Q14) Clark et al. (2008) 
38 CCCQ-P (Q6) Young et al. (2011); CONTINU-UM (Q2b) Rose et al. (2009); CPC (Q1) Clark et al. (2008); CPCQ (Q1) McGuiness et al. (2003) 
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30) When I need an appointment with a health care provider (e.g. GP, 
psychiatrist, community-based psychologist), I can get an appointment 
quickly39 
      
31) The cost of services has stopped me from getting the support I 
need40 
      
32) Getting transport to/from services is difficult for me41        
        
Contact in-
between visits 
33) If I have questions or concerns in between appointments, I am easily 
able to contact key members of my health/wellbeing team to talk 
about it42 
      
34) Key members of my health/wellbeing team contact me as often as I 
would like in between appointments to  offer additional support or 
information (e.g. about laboratory test results) if I need it43 
      
 
* Developed by the student researcher informed by the new PCJUC model 
39 CONTINU-UM (Q1b) Rose et al. (2009); ACSS-MH (Q19) Durbin et al. (2004); CAHPS (Q6) (Hays et al., 1999) 
40 MPEPHC (Q23, 24) Wong et al. (2013); PSQ (Q19) Marshall et al. (1994) 
41 CPCQ (Q3) McGuiness et al. (2003); PDQ-S (Q14) Iezzoni et al. (2017); QPCCC (Q30) Tzelepis et al. (2015)  
42 HCS (QB2a) Iezzoni et al. (2015); PSQ (Q40) Marshall et al. (1994) 
43 ACSS-MH (Q20)  Durbin et al. (2004); PACIC (Q16) Glasgow et al. (2005) 
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Chapter 7: Overall discussion  
7.1  Introduction  
This chapter discusses all aspects of the research undertaken in this thesis. The two outputs of 
this thesis – the new PCJUC model and the draft PCJUC-Q v3.0 – are discussed within the 
context of NZ’s health system, equity for MHS-users in NZ, and the findings and 
recommendations of He Ara Oranga (2018). Recommendations for the next steps in 
determining the acceptability, feasibility, and validity of the draft PCJUC-Q are then presented, 
followed by a discussion of the strengths and limitations of the research. 
MHS-users experience inequities in both health outcomes, premature mortality, barriers to 
accessing care, and quality of care (Collins et al., 2012; Cunningham et al., 2014; De Hert et 
al., 2011; Druss, 2007; Lawrence et al., 2010; Oakley Browne, 2006; Scott et al., 2011; Te Pou 
o Te Whakaaro Nui, 2014). For Māori MHS-users, these inequities are likely to be compounded 
by the additional burden of persistent and entrenched institutional racism across many sectors, 
including health (Came, 2014; Ministry of Health, 2019a; Reid, 2007; Russell, 2018).  
When MHS-users experience PCJUC, this may improve their wellbeing outcomes by ensuring 
they are placed at the centre of their care, and that the services involved in supporting their 
wellbeing are working together to share important information, improve MHS-users’ access to 
the range of services they may need to support their wellbeing, and facilitate and support 
smooth transitions between services where required (Bellamy et al., 2016; Bradford et al., 
2013). These are all goals that were highlighted in He Ara Oranga (2018), which called for 
people to be at the centre of the system, and for the mental health and addictions sector to work 
collaboratively to join up care for MHS-users. 
Having a questionnaire capable of measuring MHS-users’ experiences of PCJUC could support 
efforts to identify gaps in PCJUC and highlight areas where services can improve their people-
centredness and joined-up care processes. As such, the Aim of this research was to “To develop 
a questionnaire to assess MHS-users’ perspectives and experiences of PCJUC within and 
between MHS, other health services (such as primary healthcare and specialist hospital 
services), and social/community services.” To help address this Aim, four objectives were 
developed to guide the research process. These objectives and their relationship to the methods 




Figure 13: Summary of aim, objectives, research methods, results, and outputs 
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To inform the development of the draft PCJUC-Q, 
the new PCJUC model was developed during key 
informant interviews (Chapter 2). Question items 
from the measures identified in the scoping review 
were mapped to the elements of this new PCJUC 
model, culminating in the development of the first 
iteration of the draft PCJUC-Q v1.0. The 
questionnaire was then taken to a focus group of 
current/recent MHS-users, where gaps and 
omissions in the questionnaire were identified, and 
solutions were collaboratively generated. The focus 
group participants also discussed their own 
experiences (or observations of other people’s 
experiences) of PCJUC while engaged with MHS, 
helping to contextualise the new PCJUC model.  
Following refinement to the questionnaire based on 
focus group feedback, the draft PCJUC-Q v2.0 was 
shared with key informants and focus group 
participants for face validity checking (Chapter 6). 
Key informants and focus group participants were 
asked to provide final comments and suggestions 
for strengthening the questionnaire. This final 
round of feedback was incorporated, resulting in 
the draft PCJUC-Q v3.0 – the final output of this 
thesis. A summary of the research process and 
outputs (the new PCJUC model and the draft 
PCJUC-Q v3.0) is provided in Figure 14. 
7.2 The new PCJUC model 
Singer’s framework for measuring integrated patient care was used as a conceptual foundation 
for the development of the draft PCJUC-Q, as it is a recognised framework that, unlike many 
other conceptualisations of integrated (referred to in this thesis as ‘joined-up care’), also 
includes patient-centred care elements (Singer et al., 2011). The WHO (2016)/Goodwin (2014) 
 
Figure 14:  Summary of research 
process and outputs 
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definitions of people-centred care supplemented Singer’s framework in this thesis, as they 
present a broader, more holistic and more inclusive concept of people-centred care which is 
also concerned with the people surrounding the person receiving care – their whānau/family, 
support network, and wider community.  
Using Singer’s framework and the people-centred care conceptualisations as a foundation, at 
the beginning of this thesis the people-centredness of services was seen as a parallel aspect of 
quality joined-up care; recognition that regardless of how well services are organised, they 
must reflect MHS-users’ needs and involve MHS-users in decision-making if they are to be 
effective. However, over the course of this study a fundamental shift took place in how PCJUC 
was conceptualised in this thesis, resulting in people-centredness being placed at the heart of 
PCJUC.  
In Chapter 2, interviews were conducted with 10 key informants, half of whom had lived-
experience of mental illness/distress. The key informants supported Singer’s framework, 
agreeing that Singer’s integrated care dimensions are important facilitators of good care, and 
that Singer’s patient-centred care dimensions also provide a starting point for understanding 
what it means to put MHS-users at the centre of the system. As the key informants discussed 
people-centredness, it emerged that people-centred care was not only an important discussion 
point, but was central to the key informants’ beliefs about what ‘good’ care looks like for 
MHS-users. It became increasingly clear that if the PCJUC model (and therefore the draft 
PCJUC-Q) was to reflect what matters to MHS-users, the people-centred constructs identified 
in the key informant interviews must be at the model’s core, rather than as peripheral or 
supplementary ideas to the joined-up (coordinated) care constructs.  
Consequently, people-centred care constructs are positioned in the middle of the new PCJUC 
model, in contrast to the Singer framework’s linear presentation of integrated patient care, 
which positions the patient-centred dimensions (6 and 7) at the end. This idea is also central to 
the findings of He Ara Oranga (2018), which asserts that true transformation in NZ’s mental 
health and addictions sector must be built upon a foundation of people being at the centre of 
the system (Government Inquiry into Mental Health and Addiction, 2018). As discussed below, 
the key informants also identified aspects of people-centred care that expanded upon the Singer 
framework definitions, including self-determination, culturally responsive services, strengths-
based approaches, building capabilities, and the therapeutic relationship.  
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7.2.1 Self-determination and active and equal partnership in decision-
making 
Some key informants explained that although different professionals may meet to discuss a 
MHS-users’ care plan during a MDT meeting – a positive example of services joining-up to 
share information and work collaboratively – the person themselves is rarely invited to 
participate. Essentially, decisions about people’s care are being made without them. The key 
informants acknowledged that some MHS-users may be uninterested in participating in MDT 
meetings, or may not have the capability to participate while acutely distressed. However, 
creating structures to support MHS-users to participate in MDT meetings, such as with the 
support of an advocate, would help to empower MHS-users to engage with this important 
decision-making process. Ultimately, in a people-centred system, processes must be in place 
to empower and facilitate MHS-users to be actively involved in decision-making about their 
health and wellbeing. To exclude MHS-users from MDT meetings is to exclude them from an 
opportunity to be an active and equal partner in decision-making, thereby undermining their 
right to self-determination.  
The importance of active and equal partnership in decision-making was echoed in the focus 
group, with participants sharing stories of their self-determination being undermined and when 
they had not been included as an equal partner in decision-making. Participant 4 recalled a 
situation in which their medication preferences were continually dismissed by health 
professionals for months before they had to “lay down the law and fight” for what they wanted. 
Participant 3 shared that their experience of chronic pain had been consistently attributed to 
their mental distress, without any real solutions or attention given to the pain itself. These 
stories of not being believed or listened to were incredibly frustrating for the participants, who 
found that they had to persistently self-advocate for what they needed, often at times when they 
were experiencing the greatest distress.  
7.2.2 Culturally responsive services 
While Singer’s framework includes wording relating to considering people’s needs, 
preferences and values, there is no explicit mention of people’s cultural identity. The key 
informants all agreed that ensuring MHS-users have access to a range of culturally aligned 
supports is critical to meeting MHS-users’ holistic needs and aspirations for wellbeing. Within 
a NZ context, a holistic approach to wellbeing and access to culturally responsive services are 
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essential, particularly for Māori MHS-users who face inequities in access to care, other 
determinants of health and in outcomes, and who may benefit greatly from kaupapa Māori 
approaches to wellbeing that are inherently holistic (Baxter, 2008; Came, 2014; Ministry of 
Health, 2019a; Reid, 2007; Te Pou o Te Whakaaro Nui, 2014).  
Among the focus group participants, access to culturally responsive services – such as kaupapa 
Māori services – was deemed crucial to ensuring MHS-users’ holistic wellbeing is cared for, 
and that people have access to therapeutic environments that are culturally safe for them. 
Additionally, the focus group participants explained that it is also important that there is access 
to services that are responsive to other aspects of their identity – such as their gender, sexual 
orientation, religion, and/or disability.  
7.2.3 Strengths-based approaches and building capabilities 
Using strengths-based approaches was also identified by the key informants as expansions of 
Singer’s framework. They explained that rather than approaching people experiencing mental 
illness/distress through a biomedical, deficit-oriented lens, a people-centred approach demands 
optimism and a strengths focus – that is, affirming people’s existing strengths and supporting 
them to develop their strengths further. This strengths-based approach is the embodiment of 
people-centredness. It requires the whole person – their needs, strengths, aspirations, and 
priorities – to be seen and valued. A strengths-based approach is inherently positive – it was 
described by one key informant as ‘seeing people’s potential for wellness’. 
In addition to strengths-based approaches, the key informants identified building capabilities 
as another aspect of PCJUC. Although Singer’s framework discusses the importance of care 
that ‘considers’ people’s capabilities, the key informants identified supporting MHS-users to 
build their capability to self-manage and self-advocate as crucial to people-centredness. 
Building self-advocacy capability is particularly important facilitator in supporting MHS-users 
to participate as active and equal partners in decision-making, such as in MDT meetings. 
Importantly, the key informants viewed building the capabilities of whānau/family/friends and 
the wider community as crucial to a truly people-centred system. People experiencing mental 
illness/distress live, work and play in their community and with their whānau/family/friends, 
and therefore empowering those support networks to be confident supporters of their loved 
ones is critical. Mary O’Hagan described this as a reshuffle – moving the resources and 
capabilities from away from services and towards the community, of ‘moving from a service-
centric system to a people-centred system’.   
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The importance of strengths-based approaches and capability building were highlighted in the 
focus group. Participant 1 described their experience of a health professional focussing on their 
strengths as pivotal to their pathway to wellbeing. Participant 4 shared contrasting experiences 
of health professionals – one who focussed on their strengths, the other who focussed on their 
lack of progress – and explained that when their strengths were focussed on, they felt supported 
and encouraged, whereas when their lack of progress was highlighted, they felt they went 
backwards. The focus group participants also discussed the importance of supporting MHS-
users to build capabilities, particularly in self-advocacy. Although the participants 
acknowledged that building capabilities of the whole community is valuable, they emphasised 
the importance of building MHS-users’ capabilities as the primary concern, because some 
MHS-users may not have positive relationships with their whānau, or want to involve other 
support people in their care.  
7.2.4 Therapeutic relationships 
Singer’s framework does not discuss the nature of the relationship between the person and 
health professionals, rather it describes outcomes (e.g. “doctors know all of my important 
medical information”). In contrast, the key informants described the importance of an open and 
trusting therapeutic relationship as a facilitator of many of the other aspects of the PCJUC 
model. People are relational – taha whānau (relationships and connections with other people) 
is a core part of wellbeing (M. H. Durie, 1985). It follows that, by virtue of being centred 
around people, people-centred care is also inherently relational. The inclusion of the 
therapeutic relationship construct in the new PCJUC model emphasises the relational nature of 
PCJUC and the centrality of MHS-users’ relationships with care providers to their overall 
experience of PCJUC.  
The focus group participants echoed the key informants in describing the therapeutic 
relationship; explaining that trust is foundational to open and honest communication. Multiple 
focus group participants shared stories of untrusting relationships with health professionals, 
with one participant explaining that they feared being misinterpreted as hostile or unwell, and 
therefore felt they could not openly express their perspective or concerns in discussions with 
health professionals (Table 51 quote 48). Many focus group participants also shared stories of 
strong therapeutic relationships they had experienced with health professionals, with one 




7.2.5 Peer-support and navigation 
In addition to the PCJUC concepts that expanded upon Singer’s framework, the key informants 
also identified two new PCJUC concepts that were not included in Singer’s framework in any 
form: peer-support and navigation. Embedding peer-support in the wider mental health and 
addictions sector was identified by the key informants as a way to ensure that the voice and 
expertise of lived-experience is valued and recognised within the system. Peer-support can be 
a highly beneficial therapeutic tool for people experiencing mental illness/distress (Repper et 
al., 2011), and was seen by key informants as a core part of PCJUC because it is a relational 
support service. Through a lens of decentralising services and recentralising people, peer-
support is the democratising of services through the provision of a service that is ‘by people 
with lived-experience, for people with lived-experience’.  
Within Singer’s framework, the integration dimensions discuss the importance of coordinating 
and joining-up different services. This is certainly of value to MHS-users, as many key 
informants and focus group participants described moving within and between services and 
complex and confusing. Navigation emerged from the key informant interviews as one solution 
to this issue, by providing a central contact person that can support MHS-users and 
whānau/family to identify and access the range of support they may benefit from. The focus 
group participants agreed that navigators could be valuable to MHS-users, not only to bridge 
the gap between services and MHS-users, but to support MHS-users to self-advocate.  
Navigator roles exist in NZ, such as Whānau Ora Kaiarahi (navigators), and they have been 
shown to contribute to improved outcomes for MHS-users, improve whānau engagement with 
services (Stewart et al., 2012), and develop a strong therapeutic relationship with MHS-users 
(Hannigan et al., 2018). Within the new PCJUC model, navigation is placed in-between people-
centred care and joined-up care because the navigation role was envisioned by the key 
informants as a bridge between MHS-users (and their whānau/family/support network) and 
services, helping  MHS-users to identify and connect with services.  
7.2.6 The new PCJUC model: a paradigm shift 
The new PCJUC model is suggested to convey a paradigm shift from a service-centric system, 
which is organised around the efficiencies and needs of services, to a people-centred system, 
which values self-determination. This people-centred system engages people as active and 
equal partners in decision-making, is built upon respectful and reciprocal therapeutic 
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relationships, recognises and addresses people’s holistic wellbeing needs (including facilitating 
access to culturally responsive services), uses strengths-based approaches, and builds people’s 
capabilities for self-advocacy and self-management. Wrapping around these people-centred 
constructs are peer-support and navigation services, two relationally focussed services that 
support MHS-users to access the support they need by bridging the gap between MHS-users 
and services. Within the new PCJUC model, these services are coordinated (both internally and 
between each other) to share information and facilitate easy movements for MHS-users 
between services as required. Surrounding all of these people-centred care and joined-up care 
constructs is ‘access’, which is situated in the outermost ring of the new PCJUC model because 
access to services, including culturally responsive services, pre-empts any experience of 
PCJUC. A diagram demonstrating the evolution of Singer’s framework into the new PCJUC 




Figure 15: Evolution from Singer's framework to the new PCJUC model44 
  
 




1. Coordinated within care team
2. Coordinated across care teams
3. Coordinated between care team(s) and community 
resources
4. Continuous familiarity with service-user over time
5. Continuous and proactive and responsive action between 
visits
6. People-centred
7. Shared responsibility 
The new PCJUC model
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7.2.7 Re-distributing power: the underlying principle of the new 
PCJUC model 
The exclusion of MHS-users from MDT meetings, the importance of strengths-based 
approaches, the need to build capabilities, the importance of peer-support, and the wider need 
to de-centralise services and re-centralise people speaks to an underlying power dynamic 
highlighted by Dr Maria Baker during her key informant interview. Irrespective of the best 
intentions of health professionals, a service-centric system places power with services and 
health professionals, rather than with MHS-users and their whānau/family/support network. 
Two focus group participants described feeling powerless and disregarded by health 
professionals. The focus group participants felt they had to fight to be heard and get the support 
they needed, because their voice and perspectives were not sufficiently valued in the first 
instance.  
Transitioning from a service-centric model of care to a people-centred model of care requires 
the prevailing power structures to be inverted, and the absolute authority of health professionals 
as the ‘experts’ to be challenged. MHS-users and their whānau/family must be trusted, 
respected, and supported to make decisions based on their needs and aspirations for wellbeing 
– the role of services is not to assume or dictate what those needs and aspirations are, but rather 
to support and empower people to build their capabilities and strengths.   
These power dynamics explicitly (and implicitly) underpin the people-centred care constructs 
of the PCJUC model. People-centred care is fundamentally about re-distributing power back 
to MHS-users and upholding their mana (dignity and authority). Within the new PCJUC model, 
power and mana is vested in MHS-users through: 
• Self-determination – through being heard and having their views and opinions 
respected. 
• Active partnership in decision-making – through being included as an active and 
equal partner in decision-making processes. This requires the establishment of robust 
processes that support MHS-users to participate as an equal partner.  
• Strengths-based approaches – through recognising and uplifting MHS-users inherent 
strengths, and supporting MHS-users to build further strength in those and other areas. 
• Holistic wellbeing – through recognising the ‘whole person’, listening to MHS-users 




• The therapeutic relationship – through open, honest, trusting and equal relationships 
between MHS-users and staff.  
• Building capabilities – through supporting MHS-users and their whānau to build the 
capabilities they need to achieve their wellbeing aspirations and work towards self-
management (however that may look for them).  
• Culturally and identity responsive services – through recognising and honouring the 
value of culturally and identity responsive services, and ensuring MHS-users have 
access to these services.  
In addition to being central to PCJUC, re-orienting power within services to empower MHS-
users to be active and equal partners in decision-making is critical to upholding Te Tiriti o 
Waitangi. In addition to the right to equitable outcomes, Māori MHS-users have the right to 
self-determination (Durie, 1999; Reid, 2007). Many key informants and focus group 
participants shared stories where their self-determination was not upheld – where they were 
not believed, or listened to, or included in decision-making. As a model of what ‘good’ care 
looks like to MHS-users, the new PCJUC model positions self-determination at the centre of 
PCJUC.  
The core strength of the new PCJUC model is that it was developed with substantial input from 
people with lived-experience of mental illness/distress, who could draw on their experiences 
to contextualise the dimensions of Singer’s framework, as well as identify new and important 
aspects of PCJUC for MHS-users in NZ that are not well-represented in Singer’s framework. 
The key informants without lived-experience of mental illness/distress were able to draw upon 
their expertise in service design, delivery, policy, and/or advocacy to provide valuable insights 
into how PCJUC is, or could be, operationalised within MHS and other health and 
social/community services.  
The aspects of the new PCJUC were confirmed by the focus group participants, who shared 
stories of experiences of good PCJUC, as well as stories of poor experiences of PCJUC. In 
some cases, such as Participant 4’s experience of delayed gall stones diagnosis, these poor 
experiences of PCJUC also led to poor outcomes. Through their stories, the focus group 
participants were able to contextualise different aspects of the PCJUC model, as well as provide 
empirical evidence of the current weaknesses in the people-centredness and joining-up of  MHS 
and other health and social/community services. Not only did the participants’ stories confirm 
the relevance and importance of each aspect of the new PCJUC model to MHS-users in NZ, 
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they affirmed the need to shift away from a service-centric system, towards a people-centred 
system.  
7.2.8  Applications of the new PCJUC model  
The new PCJUC model aligns well with the findings and recommendations of He Ara Oranga 
(2018) – the report of the Government Inquiry into Mental Health and Addiction, which was 
produced following 26 community hui (meetings) and over 5000 public submissions. PCJUC 
concepts are woven throughout the report, with active partnership in decision-making seen by 
many submitters to be a core aspect of their wellbeing (Government Inquiry into Mental Health 
and Addiction, 2018). Whānau involvement in decision-making (to the extent the person is 
comfortable) was also seen as crucial to the pathway to wellbeing for many submitters 
(Government Inquiry into Mental Health and Addiction, 2018). Likewise, joining-up care – 
improving the coordination and links between services – is recommended in the report, with 
poor transitions and communication between services identified as driver of poor-quality care 
(Government Inquiry into Mental Health and Addiction, 2018).  
Initially, the intention behind developing the new PCJUC was to identify relevant aspects of 
PCJUC that are important to MHS-users, to ensure that the draft PCJUC-Q is a relevant and 
useful tool for measuring MHS-users’ experiences of PCJUC. The key informant interviews 
and focus group produced rich discussion and empirical evidence about MHS-users 
experiences of PCJUC within the mental health and addictions sector, and has indeed helped 
to conceptualise the things that are of most importance to people with lived-experience when 
it comes to PCJUC. Many of these aspects of PCJUC are not evident in Singer’s framework, 
but emerged from the key informant interviews as crucially important in a mental health 
context in NZ.  
Accordingly, the new PCJUC model may be useful beyond providing the foundation for 
development of the draft PCJUC-Q. Following the calls in He Ara Oranga (2018) to put people 
at the centre and join up service design and delivery, the new PCJUC model could be used in 
policy and service design/delivery settings to explicitly bring aspects of PCJUC that matter to 
MHS-users – and align with He Ara Oranga (2018) – to the forefront of planning and decision-
making. In providing a depiction of what PCJUC entails from the perspectives of MHS-users 
in NZ, the new PCJUC model can support the system-level change called for in He Ara Oranga 
(2018) by conceptualising what ‘good’ looks like from the perspective of the people intended 
to be at the centre of the system. 
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Embedding PCJUC (as conceptualised in the PCJUC model) in all aspects of the health system 
has implications for service-design and delivery, leadership and governance within the sector, 
policy, and the health/social services workforce. Active partnership in decision-making and 
self-determination should be embodied on an individual-level in terms of co-constructing care 
plans, and crucially, creating structures and processes that support MHS-users (and potentially  
their whānau/family) to participate as active and equal partners in decision-making, such as in 
MDT meetings. However, these people-centred care constructs must also be built into policy, 
service design and leadership structures within the health and social services sectors. He Ara 
Oranga (2018) calls for people with lived-experience of mental illness/distress to be in 
positions of leadership within the sector, helping to ensure organisational strategies and policies 
are people-centred and reflect the priorities and needs of MHS-users and their whānau/family. 
Implementing co-design processes into the development of not just MHS, but all health and 
social services, is also raised in He Ara Oranga (2018) as an important opportunity to actively 
engage people with lived-experience in decision-making.   
Gaps in both peer-support and support in navigating the complex system – two of the new 
PCJUC concepts raised in the key informant interviews – were identified in He Ara Oranga 
(2018). Improving access to peer-support and navigation also has workforce implications, as 
the growth and continual development of peer-support and navigator workforces will require 
considerable resourcing. Given the potential bridging role that peer-support and navigation 
could  play in connecting MHS-users and their whānau/family with services (depicted in the 
PCJUC model with peer-support and navigation lying in between the people-centred care 
constructs and joined-up care constructs), investment in developing these workforces seems to 
offer a way to improve the people-centredness and joining-up of the system.  
Achieving the paradigm shift, depicted in the new PCJUC model, will require courageous 
leadership and advocacy from people with lived-experience of mental illness/distress and 
service providers alike. It will require services to genuinely engage and partner with MHS-
users, whānau, and communities, moving from tokenistic consultation towards true 
empowerment (Arnstein, 1969). The new PCJUC model – a model that has been built upon the 
experiences of MHS-users and key informants – supports such a paradigm shift and the wider 
transformation within the system towards PCJUC by providing an overview of the critical areas 
of PCJUC that matter to people with lived-experience. The new PCJUC model’s future 




7.3 The draft PCJUC-Q 
Before developing the draft PCJUC-Q, an understanding of existing self-report measures of 
integrated care and/or people-centred care was required. In Chapter 3, a structured search 
across four databases yielded 467 unique papers for review – following a rigorous title and 
abstract screening process, 147 papers met the criteria for full-text review and of these 147 
papers, 54 papers met the full-text inclusion criteria and were included in the scoping review. 
Following backwards searching the bibliographies of 11 papers with mental health specificity, 
an additional 19 papers were included in the scoping review (Table 34). One further paper that 
was identified by a key informant was included. In total, 74 papers were included in the scoping 
review (Table 34), across which 64 different measures of integrated and/or people-centred care 
were identified (some measures were the subject of multiple papers included in the scoping 
review). 
The new PCJUC model was used as a framework for charting the results of the scoping review 
of existing measures of integrated care and/or people-centred care, with the question items from 
each of the 64 measures being mapped to the new PCJUC model. Across the 64 measures, 18 
measures were developed specifically for MHS-users to complete (Table 36). Of the 64 
measures, only two were developed in NZ, neither of which were specifically develop for 
MHS-users (Health Quality and Safety Commission, 2019; Scrymgeour et al., 2013). Many of 
the measures included questions relating to aspects of the PCJUC model taken from Singer’s 
framework – 44 measures assessed active participation in decision-making, 15 assessed 
coordination within services, 30 assessed coordination between services, and 28 assessed 
information sharing (Table 37). Some aspects of the PCJUC model that expanded upon 
Singer’s framework were also well represented in the measures included in the scoping review, 
with 38 measures assessing therapeutic relationships, 26 measures assessing accessibility of 
information for MHS-users, and 38 measures relating to various aspects of access (Table 37). 
The strong coverage of the Singer framework concepts and selected expanded Singer 
framework concepts across the measures included in the scoping review confirms that they are 
valuable dimensions of PCJUC, which have been well conceptualised and assessed within the 
literature.  
However, other aspects of the PCJUC model that were identified by key informants as 
expanded Singer dimensions or new PCJUC concepts, were not well represented in the 
measures identified in the scoping review. Only five measures assessed people’s experiences 
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of, or access to, culturally responsive services (Table 37) – something critical in a NZ context 
in terms of Māori MHS-users’ access to kaupapa Māori wellbeing services (Te Rau Matatini, 
2015). Only six measures assessed strengths-based approaches, and only nine measures 
assessed building capabilities. Strengths-based approaches and a focus on building capabilities 
were identified both by key informants and focus group participants as critical aspects of 
people-centred services seeking to empower people as they seek wellness.  
In total, only 18 measures assessed people’s experiences of services addressing their holistic 
wellbeing needs (Table 37). Explicit mention of the holistic and wide-ranging wellbeing needs 
of MHS-users was included in the new PCJUC model in recognition that mental wellbeing, 
and wellbeing more generally, is impacted by access to health and affordable housing, secure 
and adequate income, educational opportunities, cultural identity, and connection with others 
(Government Inquiry into Mental Health and Addiction, 2018). These holistic wellbeing 
determinants are also recognised in the joined-up care component of the PCJUC model through 
the ‘coordination between health services and social/community services.’ Incorporating 
holistic wellbeing into the new PCJUC model also aligns it with the aspirations of He Ara 
Oranga (2018), which called for silos to be removed which separate the health system from 
social welfare, housing, education, justice, and other sectors that impact the wider determinants 
of wellbeing. The holistic wellbeing construct is crucial to the new PCJUC model because it 
explicitly expands upon the Singer framework’s description of ‘considering’ people’s needs, 
preferences and values, by calling for all aspects of people’s holistic wellbeing to be addressed 
comprehensively, and as envisioned in He Ara Oranga (2018).  
Although a range of measures assessing various PCJUC concepts were identified in the scoping 
review, given that only two were developed in NZ, and few addressed the new and expanded 
aspects of the PCJUC model, a new questionnaire that evaluates MHS-users experiences of 
each aspect of the PCJUC model is needed for the NZ context. The draft PCJUC-Q v3.0 
potentially fills this gap, providing a providing a tool that was developed with substantial input 
from people with lived-experience of mental illness/distress, and which reflects MHS-users’ 
priorities and perspectives relating to PCJUC in NZ.  
The draft PCJUC-Q v1.0 had 30 questions, all of which were informed by existing measures 
identified in the scoping review (footnoted in Table 59). It was taken to the focus group for 
initial feedback. After contextualising the new PCJUC model through sharing their 
observations and experiences of PCJUC, the focus group participants identified both strengths 
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and gaps/omissions in the draft PCJUC-Q v1.0. Where there were gaps, such as when response 
options did not fit well to certain questions, the focus group participants worked collaboratively 
to identify solutions for strengthening the questionnaire. These solutions were incorporated 
into the questionnaire, resulting in the draft PCJUC-Q v2.0 (Appendix 8). Version 2.0 had four 
additional questions (34 questions in total) relating to being equal partners in care, building 
capabilities, MHS-user driven communication between care teams, and access to 
culturally/identity-responsive services. The questions developed to address having to drive 
communication between care teams (Q19), and access to culturally/identity-responsive 
services (Q29), were not informed by existing measures but were developed entirely by the 
student researcher. The draft PCJUC-Q v2.0 was then shared with key informants and focus 
group participants for face validity checking and final feedback (Chapter 6). Following the 
incorporation of this final round of feedback, the draft PCJUC-Q v3.0 – the output of this thesis 
– was produced.  The draft PCJUC-Q v3.0 has 34 questions and is shown in Table 59, with the 
measures that informed the development of the relevant questions referenced in the footnotes.  
7.3.1 Implications of the PCJUC-Q for mental health service-users in 
New Zealand 
He Ara Oranga (2018) identified strengthening the quality of data collection and ongoing 
monitoring and evaluation efforts as an important step in improving the mental health and 
addictions sector in NZ. In particular, He Ara Oranga (2018) highlighted the lack of data about 
MHS-users experiences of services as a current gap in data collection. Following further testing 
and refinement (see ‘Next steps for validating the draft PCJUC-Q v3.0’ section below), the 
PCJUC-Q can potentially address this gap by providing a tool for measuring MHS-users 
experiences of different aspects of PCJUC, many of which were also highlighted in He Ara 
Oranga (2018).  
Following further testing and validation, the draft PCJUC-Q v3.0 could be used across a range 
of service configurations to assist service-providers to improve the people-centredness and 
joining-up of their service with other services by identifying current strengths in their 
operations, as well as areas where MHS-users’ experiences of PCJUC can be improved. This 
could occur in community mental health teams, primary care organisations, NGOs, and even 
across DHBs, thereby informing improvements on both an individual service level, as well as 
a regional level. Routine data collection using the PCJUC-Q could also be used to track changes 
in MHS-users experiences of PCJUC over time, thereby providing insight into the efficacy of 
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quality improvement efforts undertaken following He Ara Oranga (2018). For example, work 
is currently underway to join-up services through the HQSC’s ‘Connecting Care Plan’, which 
is supporting DHBs to improve coordination between services during care transitions for MHS-
users (Health Quality and Safety Commission, 2018). Once validated, the draft PCJUC-Q v3.0 
could assist DHBs in measuring their progress in implementing their connecting care plans.  
The greatest strength of the draft PCJUC-Q v3.0 is that it was built upon the foundation of the 
new PCJUC model, meaning it measures aspects of PCJUC that have been identified as 
important indicators of quality PCJUC by people with lived-experience. Although many 
measures of integrated care and people-centred care exist, none were identified that measured 
all aspects of the new PCJUC model – and few measured culturally responsive services, 
strengths-based approaches, building capabilities, and holistic wellbeing. In comprehensively 
assessing each aspect of the new PCJUC model, the draft PCJUC-Q v3.0 is therefore a novel 
measure for evaluating MHS-users’ experiences of PCJUC in NZ. Through the development 
of the new PCJUC model, discussions with focus group participants, and face validity checking 
with key informants and focus group participants, this novel questionnaire was developed with 
substantial input from people with lived-experience.  
7.3.2 Next steps for validating the draft PCJUC-Q v3.0  
The new PCJUC model depicts a possible paradigm shift towards a people-centred, joined-up 
system. Once tested further, the draft PCJUC-Q v3.0 has the potential to measure progress 
made in transforming the system and improving MHS-users’ experiences of PCJUC.  
Before the draft PCJUC-Q v3.0 is used widely, further research is required – work that was 
beyond the scope of this thesis. Firstly, a workshop of mental health staff and consumer 
advisors is planned to explore the best methods of administering the questionnaire to larger 
cohorts of MHS-users, such as whether an online, written, or telephone questionnaire would 
be most accessible to MHS-users. Next, a feasibility study is planned with at least 30 MHS-
users in the Southern region of NZ to assess the length, wording, and acceptability of the draft 
PCJUC-Q v3.0 with MHS-users who have not already been actively involved in the 
development of the PCJUC-Q.  
Following the workshop and the feasibility study, psychometric testing of the draft PCJUC-Q 
with a larger group of MHS-users is required to determine the psychometric properties of the 
questionnaire. This testing should be undertaken with MHS-users from different areas, ages, 
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ethnicities, gender identities and sexual orientations, as MHS-users from different backgrounds 
may have diverse experiences of both accessing care, as well as the people-centredness or 
joining-up of their care. 
Given the evident inequities in access to care in wellbeing outcomes experienced by Māori 
MHS-users, ensuring the draft PCJUC-Q is culturally acceptable and useful for Māori MHS-
users was an objective of this thesis (Objective 1.1). To address this objective, three Māori key 
informants were interviewed during the development of the new PCJUC model, and three of 
the five participants recruited to the focus group were Māori.  
However, although input from Māori voices was sought at each stage of the model and 
questionnaire development, kaupapa Māori research methodologies were not explicitly used in 
this thesis and neither the new PCJUC model nor the draft PCJUC-Q v3.0 were explicitly 
developed based on kaupapa Māori models or frameworks (although Te Whare Tapa Whā was 
used to contextualise the ‘holistic wellbeing’ aspect of the PCJUC model). Therefore, although 
the new PCJUC model and draft PCJUC-Q v3.0 have been developed and ‘sense-checked’ 
with input from Māori key informants and focus group participants, it is noted that there may 
be aspects of PCJUC from a Māori perspective that are not currently represented in the new 
PCJUC model and draft PCJUC-Q v3.0. Further testing of the draft PCJUC-Q v3.0 among 
Māori MHS-users to determine its appropriateness and acceptability is required, and further 
refinement of the questionnaire to better serve Māori MHS-users, may be required. This could 
include work to strengthen the ‘holistic wellbeing’ elements of  the new PCJUC model and 
PCJUC-Q v3.0, such as through exploring the role of spirituality, which is integral to Māori 
wellbeing (M. H. Durie, 1985). 
7.4  Strengths and limitations of the research 
7.4.1 Key informant interviews (Chapter 2)  
The primary strength of the key informant interview process was that half of the key informants 
had lived-experience of mental illness/distress. Learning from the experiences and insights of 
people with lived-experiences was crucial to addressing Objectives 1 and 2 (Table 3). More 
broadly, the expertise that the key informants with lived-experience offered was essential to 
ensuring the draft PCJUC-Q is fit-for-purpose. The discussions with the key informants about 
what PCJUC means within a mental health context in NZ (key informant interviews Objective 
A, Chapter 2) was critical to identifying question topics that reflect true areas of priority for 
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MHS-users, rather than relying on clinician or researcher assumptions about what matters to 
MHS-users.  
Critically, the key informants with lived-experience were currently working in positions of 
leadership within the mental health and addictions sector, many of them for a MHS-provider. 
As such, they could draw on both their own personal experiences of using MHS, as well as 
their professional experiences of working within the system, when discussing PCJUC concepts. 
This brought a depth and nuance to the conversation that would have been missed if the key 
informants had lived-experience of mental illness/distress but not of working within the system, 
or vice versa.  
A leading priority of the research has been to ensure that the draft PCJUC-Q is a useful and 
culturally appropriate tool for Māori MHS-users. An important strength of the key informant 
interviews was the recruitment of three Māori key informants. These key informants were able 
to share insight into specific barriers Māori MHS-users may face in accessing care, as well as 
aspects of ‘good’ PCJUC from a Māori perspective. As a Pākehā researcher, the opportunity 
to learn from the Māori key informants was invaluable in striving to ensure the draft PCJUC-
Q is helpful and appropriate for Māori MHS-users.  
A weakness of the key informant interviews was that, although the key informants had a range 
of expertise from across the mental health and addictions sector, not all areas of the sector were 
represented. For example, none of the key informants were peer-support workers. Similarly, 
although there were a range of ethnicities represented in the key informants, not all ethnicities 
were represented, and only one key informant was a Pacific person. Including additional key 
informants from a wider range of ethnicities would have strengthened the key informant 
interviews. 
Another strength of the key informant interviews was the general consensus amongst key 
informants that emerged. As the interviews progressed, it became clear that there was 
consistency among the key informants about what they viewed as important. This provides 
some confidence that the expanded and new people-centred care concepts raised by key 
informants are not reflective of a single key informant’s opinions, but rather, may likely to be 
important to a range of MHS-users, including Māori, in NZ.  
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7.4.2 Scoping Review (Chapter 3) 
A considerable strength of the scoping review was the rigour with which each step of the review 
was undertaken. At the beginning of the review process, acquiring the support of two reference 
librarians to assist in developing and refining each databases’ search strategy helped to ensure 
that the search strategies were comprehensive and robust. During Step 3 (study selection) of 
the scoping review, the independent title and abstract screening process undertaken by the 
student researcher and SD ensured the inclusion and exclusion criteria was tested, refined and 
applied consistently. Additionally, the process utilised for SD independently reviewing 20% of 
the full-text papers allowed for verification of screening decisions across a sample 
representative of the wider pool of articles. 
Another strength of the scoping review was the scale of the review and the number of existing 
measures of integrated care and/or people-centred care identified through the review. With 64 
measures identified, the scoping review provided a comprehensive overview of the field of 
existing relevant measures, and strengthened the rationale for developing a novel questionnaire 
that is specific to NZ and assesses all aspects of the new PCJUC model.  
In order to limit the search results to relevant papers, and papers able to be reviewed within the 
one-year time frame available for the MPH, a search line containing terms relating to mental 
health was included in all search strategies. However, this may have resulted in not identifying 
other relevant self-report measures of integrated care and/or people-centredness, which were 
not specific to mental health.  
The final limitation of the scoping review was that nine measures seemed to be relevant on the 
basis of full-text review, but were not able to be located following contact with the 
corresponding authors. Again, these measures may have included concepts that are important 
to MHS-users experiences of people-centredness and integration which were not identified in 
the obtained measures, or raised in discussions with key informants and focus group 
participants.  
7.4.3 Focus group (Chapter 5) 
In addition to confirming the relevance and importance of the aspects of the new PCJUC model, 
the focus group generated a richer understanding of two of the aspects of the new PCJUC model 
– the importance of identity responsive services, and the need to self-advocate due to failures 
within services to facilitate active and equal partnership in decision-making. Through sharing 
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their stories and experiences of PCJUC, the focus group participants gave invaluable context 
to the new PCJUC model, and applied their experiences to collaboratively improve the 
questionnaire.  
One strength of the focus group was recruiting participants from an existing network of 
consumer advisors, as it removed a key barrier to conducting an effective focus group – 
building rapport between participants (Bryman, 2016). Because the participants had existing 
relationships and had already discussed their experiences of MHS previously with each other, 
a level of familiarity and social ease had already been established among the group members. 
This minimised the need for ‘ice-breaker’ activities at the beginning of the focus group, which 
are usually intended to help participants familiarise themselves with each other and gain the 
confidence to speak in front of the group. Previous attempts by the student researcher and 
supervisors to organise a focus group in the Wellington region had been unsuccessful, in large 
part due to difficulty in accessing existing groups of current/recent MHS-users and generating 
interest in participation. Johnnie Potiki’s generous support of the focus group, and assistance 
in communicating with focus group participants bridged the gap between the student researcher 
and the consumer advisory group, adding legitimacy to the focus group itself.  
Limiting participation to those who can speak and understand English was a pragmatic 
decision, as active participation in the focus groups required in-depth discussion with other 
participants. While pragmatically necessary, excluding participants who aren’t proficient in 
English meant the opportunity was lost to hear about the experiences and ideas of MHS-users 
who may face additional barriers to experiencing PCJUC due to language barriers, such as 
difficulty in accessing interpreters to attend appointments. Indeed, the experiences and insight 
of these MHS-users is incredibly important when discussing issues that the wider health system 
faces in meeting the needs of all people, irrespective of their backgrounds or languages. 
However, conducting an additional focus group to accommodate the needs of non-English 
speaking focus group participants would require time and resources that were beyond the scope 
of this relatively short research project. Undoubtedly, further research exploring the 
experiences of this group of MHS-users would be invaluable as the mental health system in 
NZ begins to reform.  
The overarching strength of the focus group was the opportunity to bring the PCJUC model 
and draft PCJUC-Q to a group of people with lived-experience of mental illness/distress, who 
were able to draw upon their experiences of using MHS within the current/recent health system. 
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The diversity of focus group participants was key to its strength – there was a range of ages, 
genders, ethnicities, sexual orientations, and time since last contact with MHS. As mentioned, 
three out of five focus group participants were Māori, which was critical to ensuring that the 
draft PCJUC-Q is an appropriate and useful tool for Māori MHS-users. A core principle of this 
thesis has been to value the voice of people with lived-experience. Therefore, the focus group’s 
greatest strength was the testing and refining of the PCJUC model and draft PCJUC-Q, based 
on the experiences and perspectives of the focus group participants.  
7.4.4 Face validity checking (Chapter 6) 
After implementing the feedback generated in the focus group, the draft PCJUC-Q v2.0 was 
shared with key informants and focus group participants. Sharing v2.0 with the focus group 
participants was an important step in ensuring their feedback had been accurately incorporated 
into the questionnaire, as well as providing participants with the opportunity to provide further 
feedback. The key informants had not seen the draft PCJUC-Q v1.0 – their involvement had 
been with the development of the new PCJUC model. Sharing the draft PCJUC-Q v2.0 with 
the key informants provided an opportunity to conduct an initial face validity test of v2.0 of 
the questionnaire with people who had never seen the questionnaire before, but who were 
familiar with the concepts being assessed. Incorporating the feedback from key informants and 
focus group participants from this face validity checking enabled the draft PCJUC-Q to be 
strengthened before it undergoes further testing with a larger cohort of MHS-users (as 
discussed above in ‘Next steps for validating the draft PCJUC-Q v3.0’).   
Feedback from four of the ten key informants, and three of the five focus group participants, 
was received during the face validity checking process. This is a limitation of the face validity 
checking, as some valuable feedback from the key informants and focus group participants that 
did not respond may have been missed. However, opportunities to further refine and improve 
the draft PCJUC-Q v3.0 exist in the future psychometric testing and validation processes 
outlined above.  
7.5 Conclusion 
MHS-users face evident inequities in both access to quality care. Inequities are likely to be 
exacerbated for Māori MHS-users who may face the compounding of inequities of poor health 
outcomes compared to non-Māori, increased prevalence of mental illness/distress compared to 
non-Māori, barriers to accessing care, and entrenched institutional racism. Improving the 
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people-centredness of services that support the wellbeing of MHS-users – including MHS, 
other health services, and social/community services – could improve outcomes for MHS-users 
by empowering MHS-users to participate in decision-making, and ensuring services are 
oriented around people’s own needs, preferences, and aspirations for their wellbeing. Joining-
up services could also improve outcomes for MHS-users by enhancing coordination and 
information sharing within and between services, thereby improving quality of care.  
Improving the people-centredness and joining-up of services were both called for in He Ara 
Oranga (2018) – which was described by the authors as a “once in a generation opportunity for 
change” (The Government Inquiry into Mental Health and Addiction, 2018) p.7. Following the 
release of He Ara Oranga (2018), the mental health and addictions sector in NZ is seeking 
transformation. This thesis offers two potential contributions to this movement towards change:  
1) The new PCJUC model, which was built with extensive input from people with lived-
experience, including Māori, and illustrates what PCJUC may look like for MHS-users 
in NZ. In addition to informing the development of the draft PCJUC-Q v3.0, the new 
PCJUC model can support policy and service design/delivery processes by providing a 
depiction of what ‘good’ PCJUC looks like from a MHS-user perspective. The new 
PCJUC model was developed based on an existing validated framework of integrated 
patient care (Singer’s framework), which key informants found to be a valuable starting 
point for understanding PCJUC, albeit insufficient in fully conceptualising what 
PCJUC means, or could mean, for MHS-users in NZ. The key informants – half of 
whom had lived-experience of mental illness/distress – were able to identify concepts 
that expanded upon or were entirely new to Singer’s framework, resulting in the 
development of the new PCJUC model. Additionally, the new PCJUC model is well 
aligned with the findings and recommendations of He Ara Oranga (2018).  
2) The draft PCJUC-Q v3.0, which (once psychometrically tested and validated) is 
intended to provide a tool for measuring MHS-users experiences of PCJUC. The 
questionnaire can be used at any level within the system – in NGOs, in primary care 
settings, in community mental health teams, or across DHBs – to provide data about 
MHS-users’ experiences of PCJUC. This data could support services to identify gaps 
in the way they deliver PCJUC, as well as measure their progress in delivering PCJUC 
over time. The draft PCJUC-Q could be used to assess where and how services can 
better respond to MHS-users, and potentially to inform targeted improvements in the 
people-centredness and joining-up of services that may lead to more equitable health 
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and wellbeing outcomes for MHS-users in NZ. Improving morbidity and premature 
mortality outcomes for MHS-users is a significant public health concern given the 
inequitable prevalence of comorbidities and premature mortality experienced by MHS-
users, and in particular, Māori MHS-users. The draft PCJUC-Q v3.0 was developed in 
collaboration with people with lived-experience – firstly through the development of 
the new PCJUC model upon which the questionnaire is based, secondly through the 
initial feedback from focus group participants, and finally through face validity 
checking with key informants and focus group participants.  
When embarking upon this thesis, the vision for the draft PCJUC-Q was to create a tool that 
could contribute to improving outcomes for MHS-users, through measuring MHS-users 
experiences of aspects of care that are important and relevant to them. This has been achieved. 
But beyond seeking greater equity in outcomes for MHS-users, the new PCJUC model and the 
draft PCJUC-Q have potential to help empower people – MHS-users, whānau/family/support 
networks, and communities – by placing them at the very centre of services. If there is one 
primary learning from this thesis, it is that PCJUC necessarily involves vesting power with 
MHS-users. This is at the heart of the new PCJUC model and is the driving purpose of the draft 
PCJUC-Q, which was created as a tool for valuing, listening and responding to MHS-users’ 
voices about their experiences of PCJUC, and using this information to improve the people-
centredness and joining-up of services.  
 
“How do you support this person to be the driver of their own recovery? How 
do you support the whānau to [support the person’s recovery]? And how do 
we support neighbourhoods and communities and workplaces to [support the 
person’s recovery]? Because it’s all very service-centric, and that would be 
real integration, if we thought more broadly about what resources are out 
there that can be helpful to people – including the resources inside the people 
themselves – and how we can tap [into] those in order to create greater 
wellbeing in the community, and to support those peoples’ recovery.”  
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Social Medicine, Dunedin School 
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Thank you for showing an interest in this project.  Please take time to consider this information 
and, if you wish, please talk with whānau, friends or colleagues, before deciding whether or 
not to take part. If you decide to participate we thank you.  If you decide not to take part there 
will be no disadvantage to you.   
This project is being undertaken by Masters of Public Health student Hannah King. Hannah 
will be writing her thesis based on this research.  
Hannah’s primary supervisor is Professor Sarah Derrett from the Department of Preventive and 
Social Medicine, Dunedin, University of Otago. Hannah’s co-supervisors are Dr Emma Wyeth 
(Kāi Tahu, Te Ātiawa), also from the Department of Preventive and Social Medicine, and Dr 
Debbie Peterson and Dr Ruth Cunningham, both from the Department of Public Health, 
Wellington, University of Otago.  
Background 
Both internationally and in New Zealand (NZ), people diagnosed with a mental illness have 
greater risk of poor physical health outcomes than people without mental illness. People with 




receive a lower standard of care. Integrated care may help address barriers and improve 
outcomes. 
What is the aim of this research project? 
‘Integrated care’ has been described as care that is coordinated between different types of staff 
(e.g. GPs and mental health teams), the service user and their whānau/family. To improve the 
integration of care, we first need to understand how (and whether) peoples’ care is being 
integrated, and the priorities and needs of service users themselves.  
The aim of this study is to develop a set of questions (a tool) about the integration of mental 
health services with other services, such as primary health care (e.g. GPs) and social services 
(e.g. housing or income support services), which could then be answered by people diagnosed 
with a mental illness and/or substance use disorder.  
We would like your help to develop this tool for service users:   
We are looking for 3-4 experts in the mental health field to participate in key informant 
interviews. We need experts with experience working and/or volunteering in any of the 
following areas: 
• Mental health service design and delivery  
• Working with mental health service users, either providing services or working with 
mental health service consumer advocates 
• Advocacy and/or policy work in the mental health space.  
If you participate, what will you be asked to do? 
As a key informant, you will be asked to participate in an interview with the student researcher 
(Hannah). The interview will largely focus on your thoughts and feedback surrounding a draft 
tool, which will have been developed following a literature review. You will be provided with 
the draft tool prior to the interview to give you time to review it, however, Hannah will also 
present and explain the draft tool in the interview.  
There is no set structure to the interview, however, broadly speaking you will be asked to 
provide feedback on the questions and topics covered in the draft tool, the wording used, and 
the general scope and direction of the tool. The key informant interviews comprise step one of 
a three-step strategy for refining the integrated care tool. The second step will be to hold a focus 
group/s with people with experience as mental health service users, and the third step will be 
to ask you as a key informant, and the focus group participants, to individually review the final 
draft tool.  
Interviews will take place at a time and location that is convenient for you; if you agree to 
participate, Hannah will work with you determine these details. You will be offered a small 
koha (gift) of a $30 supermarket voucher in acknowledgement of your involvement. If you 
need to travel to the interview location, we will also cover your parking/public transport costs.  
What data or information will be collected, and how will it be used?    
Hannah will take detailed field notes during the interview to record the rationale behind any 
recommendations you make. The interviews will also be audio recorded for the purpose of 
allowing Hannah to listen to the interview again and make sure her field notes are complete 
and fully capture the themes and topics that were discussed. The interview recordings will not 




Your recommendations will help to improve the tool before it will be presented to 1-2 focus 
groups of people with experience of using mental health services in NZ.  
As mentioned, we would like to get your final thoughts and feedback on the tool once it has 
been refined following the focus group interview/s. If you agree to provide final feedback, you 
will receive an electronic copy of the final draft tool via email, and can provide your final 
thoughts and feedback either via email, on the phone, or in person to Hannah. Additionally, if 
you would like to receive an electronic copy of the Abstract (short summary) of the Master’s 
thesis that results from this research (which will be completed in 2020) and/or any other 
publications which arise from this research, you can indicate this on the consent form attached.  
What is the expected outcome of this research project? 
This is a ‘developmental research project’. The purpose is to develop an integrated care tool 
suitable for mental health service users in NZ. Your input and expertise will help refine the 
scope and direction of the tool. 
Later on, this tool will be tested in a larger study with more MHS users. Ultimately, it is hoped 
that use of the tool will help mental health services to understand gaps in the integration of 
care, and help improve services.  
Is there any risk of discomfort or harm from participation? 
We do not foresee any discomfort or risk to you as a result of participating in a key informant 
interview. Hannah will not be asking sensitive or confronting questions, rather, she will simply 
be asking for your feedback on the draft tool based on your expertise. However, if there are 
questions or topics which make you feel uncomfortable or distressed, you have the right to stop 
answering questions and/or end the interview at any time.  There will be no repercussions for 
you if you choose to do so. If you do feel distressed or uneasy following the interview, we 
encourage you to speak to your usual health care providers. 
What about anonymity and confidentiality? 
If possible, we would like to name you and provide some background into your expertise in 
the mental health field when writing about this research in the student researcher’s Master’s 
thesis (and potentially in subsequent publications). This is to provide context to your 
recommendations for improvements to the draft tool, and to demonstrate that the data gathered 
from key informant interviews is informed by experts.   
If you agree to be named and have your expertise outlined, we will seek your approval on how 
this is worded. Alternatively, if you would not like to be named, but are willing for your general 
expertise to be described, you can indicate this on the consent form. Again, you will be asked 
to approve the wording of this information. If you do not wish to be named or have any of your 
expertise or background included in any published reports, you can inform us of this choice on 
the consent form as well.  
The audio-recording and field notes from your interview will be stored on a secure password 
protected University of Otago computer.  We may wish to quote you when writing about this 
research. You can indicate your willingness to be quoted - either with you identified, 
anonymously, or not at all - on the consent form. 
In accordance with University of Otago and ethical regulations, the project’s data (including 




archive room at the University of Otago for 10 years. After this, it will be securely destroyed. 
During its storage in the archive room, data will remain completely confidential.    
If you agree to participate, can you withdraw later? 
You are able to withdraw from participation at any point up to one month after the key 
informant interview. After this time, your feedback will have been incorporated into the revised 
integrated care tool and will not be able to be removed. If you choose to withdraw after this 
time, while your contributions will still be reflected in the draft tool, you will not be quoted. 
You are also able to withdraw from participating at any point during the interview if the line 
of questioning makes you feel uncomfortable.  
Who is funding this project? 
This project is funded through the University of Otago Research Masters’ student course fees.  
We hope you are willing to share your expertise with us 
Your expertise would be invaluable as we seek to develop this integrated care tool. If you are 
willing to participate, please get in touch with Hannah (contact details below) to discuss your 
involvement further and determine a time and location to meet for the interview that is 
convenient for you. 
Additionally, if you would like to talk to Hannah’s academic supervisors about this project, 
you can contact Prof Sarah Derrett and/or Dr Debbie Peterson using their contact details listed 
below.  
Name: Hannah King  
Position: Masters of Public Health student  
Department: Preventive and Social Medicine 
(Dunedin) & Public Health (Wellington) 
Contact details: 
hannah.king@postgrad.otago.ac.nz 
Name: Sarah Derrett (Primary supervisor) 
Position: Professor  





Name: Debbie Peterson  
Position: Senior Research Fellow  




This study has been approved by the University of Otago Human Ethics Committee (Health). 
If you have any concerns about the ethical conduct of the research you may contact the 
Committee through the Human Ethics Committee Administrator (phone +64 3 479 8256 or 
email gary.witte@otago.ac.nz). Any issues you raise will be treated in confidence and 
investigated and you will be informed of the outcome. 






Integrated Care Assessment for Users of 
Mental Health Services 
 
Principal Investigator Student Researcher 
Professor Sarah Derrett Hannah King 
sarah.derrett@otago.ac.nz hannah.king@postgrad.otago.ac.nz 
CONSENT FORM FOR KEY INFORMANT 
INTERVIEW PARTICIPANTS 
Following signature and return to the research team this form will be stored in a secure place 
for ten years. 
Name of participant:  ………………………………………….. 
1. I have read the Information Sheet concerning this study and understand the aims 
of this research project 
2. I have had sufficient time to talk with other people of my choice about 
participating in the study. 
3. I confirm that I meet the criteria for participation which are explained in the ‘we 
would like your help to develop this draft tool for service users’ section of the 
Information Sheet. 
4. I confirm that all my questions about the project have been answered to my 
satisfaction, and I understand that I am free to request further information at any 
stage from Hannah, Sarah or Debbie (whose contact details are listed on the 
participant information sheet).  
5. I know that my participation in the project is entirely voluntary, and that I am free 
to withdraw from the project at any time up to one month after the interview. I 
understand that following this point, my contributions to the development of the 
tool will not be able to be withdrawn.  
6. I know that I will be participating in a one-on-one key informant interview. I 
understand that I will be asked to provide expert feedback and advice regarding 




7. I know that if the line of questioning about the topics described above develops in 
such a way that I feel hesitant or uncomfortable I can choose not to answer any 
particular question(s), and /or may leave key informant interview at any point 
without disadvantage of any kind. 
8. I know that the key informant interview I am being asked to participate in will be 
audio recorded for the purpose of allowing the researcher to take detailed field 
notes of our discussion. I know this recording will not be transcribed (typed out 
word-for-word).  
9. I know that I have been asked to participate in this project due to my expertise 
relating to mental health services, and that researchers would like to identify me as 
a key informant and briefly describe my expertise when writing about this 
research: (Please select one option below)  
 
(i)  I DO give permission for researchers to name me and describe my 
expertise in written reports resulting from this research (I know I will be 
asked to approve the wording of this information before publication).  
OR 
(ii)  I DO NOT give permission for researchers to identify me, however I DO 
give permission for researchers to describe my general expertise in written 
reports resulting from this research (I know I will be able to approve the 




(iii)  I DO NOT give permission for researchers to identify me or describe my 
expertise in written reports resulting from this research. 
 
10. I know that I have the opportunity to receive the improved integrated care tool once 
it has been refined by the feedback from the focus group, and I can provide further 
feedback on this refined tool via email or in person: (Please select one option 
below) 
 
(i)  I WOULD like to receive a copy of the improved tool via email, in 
order to provide further feedback 
 






(ii)  I would NOT like to receive a copy of the improved tool via email, in 
order to provide further feedback 
 
11. I know that I have the opportunity to receive an electronic copy of the Abstract 
(short summary) of the Master’s of Public Health thesis that will result from this 
research once the thesis is completed (in 2020), and also of any reports resulting 
from this research that are published in academic journals: (Please select one option 
below) 
 
(i)  I WOULD like to receive an electronic copy of the Abstract (short 
summary) of the Masters of Public Health thesis and any other academic 
publications resulting from this research via email 
 




(ii)  I would NOT like to receive an electronic copy of the thesis Abstract 
and any other academic publications resulting from this research via 
email 
 
12. I understand that researchers may wish to quote me in reports that are written 
about this research: (Please select one option below) 
 
(i)  I give permission for my words to be quoted in any reports written 
about this research, and I give permission to be identified when quoted 
OR 
 
(ii)  I give permission for my words to be anonymously quoted in any 




(iii)  I do NOT give permission for my words to be quoted in any reports 





13. I understand the nature and size of the risks of discomfort or harm which are 
explained in the Information Sheet, under the heading ‘is there any risk of 
discomfort or harm from participating?’ 
14. I know that when the project is completed all data will be placed in secure storage 
at the University of Otago and kept for at least ten years.  
15. I know that I will be offered a small koha (gift) in the form of a $30 supermarket 
voucher (in addition to having my transport expenses to and/or from the interview 
covered if required) in acknowledgement of my involvement.   
 
 
One copy of this consent form will be kept by the research team; one copy will be kept by the 
participant for their records. 
Signature of participant:  Date: 
   
   
Name of person taking consent:  Date: 




Appendix 2  Search strategies 
 PsycINFO search strategy 
Database(s): PsycINFO 1806 to May Week 3 2019  
# Searches Results 
1 integrated services/ or interdisciplinary treatment approach/ 10201 
2 "continuum of care"/ 1684 
3 
((integrat* or coordinat* or co-ordinat* or comprehensive or seamless or continuous or 
transmural or collaborat* or continuity or inter?disciplin* or multi?disciplin*) adj2 (care 
or team* or treatment* or therap* or service* or approach* or health* or program* or 
pathway*)).ti,id. 
18535 
4 1 or 2 or 3 24871 
5 
*measurement/ or attitude measurement/ or exp attitude measures/ or exp perceptual 
measures/ or exp preference measures/ or exp questionnaires/ or exp rating scales/ 
or exp surveys/ or exp *evaluation/ or exp interviews/ or exp *test construction/ or exp 
*testing methods/ or *Test Validity/ or Test Reliability/ or (22* and 33*).cc. 
250115 
6 
(measur* or tool or tools or assess* or instrument* or frame?work* or questionnaire* or 
survey* or scale* or rating?scale* or eval*).ti. 
352000 
7 5 or 6 471413 
8 4 and 7 2993 
9 client centered therapy/ 3183 
10 
((patient* or people* or person or client* or customer* or consumer*) adj2 (centred or 
centered or focused or focussed or perspective* or view* or experience* or opinion* or 
attitude*)).ti,id. 
19662 
11 Self-Report/ or self?report*.mp. 16159 
12 9 or 10 or 11 36340 
13 8 and 12 78 
14 
exp mental disorders/ or exp mental health/ or exp community mental health services/ 
or community psychiatry/ or exp mental health programs/ or exp mental health 
services/ or primary mental health prevention/ or well being/ 
688024 
15 
exp psychiatric clinics/ or exp psychiatric hospital admission/ or exp psychiatric hospital 
programs/ or exp psychiatric hospitalization/ or psychiatric hospitals/ or assertive 
community treatment/ or psychiatric units/ 
24423 
16 (mental* ill* or mental* dis* or mental health* or psychiatric or psycho*).ti,id. 814421 
17 14 or 15 or 16 1246206 
18 13 and 17 25 
19 
((integrat* or coordinat* or co-ordinat* or comprehensive or seamless or continuous or 
transmural or collaborat* or continuity or inter?disciplin* or multi?disciplin*) adj2 (care 
or team* or treatment* or therap* or service* or approach* or health* or program*) adj5 
(((patient* or people* or person or client* or customer* or consumer*) adj2 (centred or 
centered or focused or focussed or perspective* or view* or experience* or opinion* or 
attitude*)) or self?report*) adj5 (measur* or tool or tools or assess* or instrument* or 
frame?work* or questionnaire* or survey* or scale* or rating?scale* or eval*)).tw. 
46 
20 13 or 19 113 
21 limit 20 to english language 110 
22 17 and 20 35 
23 limit 22 to english language 35 





 Medline search strategy 
Database(s): Ovid MEDLINE(R) 1946 to May 24, 2019  
# Searches Results 
1 "delivery of health care, integrated"/ or patient care team/ 73206 
2 "Continuity of Patient Care"/ or "patient-centered care"/ 34926 
3 
((integrat* or coordinat* or co-ordinat* or comprehensive or seamless or continuous or 
transmural or collaborat* or continuity or inter?disciplin* or multi?disciplin*) adj2 (care 
or team* or treatment* or therap* or service* or approach* or health* or program* or 
pathway*)).ti,kw. 
30597 
4 1 or 2 or 3 125110 
5 "surveys and questionnaires"/ or patient reported outcome measures/ or self report/ 448592 
6 
(measur* or tool or tools or assess* or instrument* or frame?work* or questionnaire* or 
survey* or self?report* or patient?report* or scale* or rating?scale* or eval*).ti. 
1268282 
7 5 or 6 1609402 
8 
((patient* or people* or person or client* or customer* or consumer* or service?user*) 
adj2 (centred or centered or focused or focussed or perceive* or perception* or 
perspective* or view* or experience* or opinion* or attitude*)).ti,kw. 
23594 
9 4 and 7 and 8 1061 
10 limit 9 to english language 1030 
11 
mental health/ or exp mental health services/ or community mental health services/ or 
emergency services, psychiatric/ or social work, psychiatric/ or mental disorders/ 
253277 
12 
hospitals, psychiatric/ or exp rehabilitation centers/ or substance abuse treatment 
centers/ or exp residential facilities/ or community mental health services/ or 
counseling/ 
136499 
13 (mental* ill* or mental* dis* or mental health* or psychiatric or psycho*).ti,kw. 352809 
14 11 or 12 or 13 551345 
15 10 and 14 129 
16 limit 15 to english language 129 
17 
((integrat* or coordinat* or co-ordinat* or comprehensive or seamless or continuous or 
transmural or collaborat* or continuity or inter?disciplin* or multi?disciplin*) adj2 (care 
or team* or treatment* or therap* or service* or approach* or health* or program* or 
pathway*) adj5 ((patient* or people* or person or client* or customer* or consumer* or 
service?user*) adj2 (centred or centered or focused or focussed or perceive* or 
perception* or perspective* or view* or experience* or opinion* or attitude*)) adj5 
(measur* or tool or tools or assess* or instrument* or frame?work* or questionnaire* or 
survey* or self?report? or patient?report* or scale* or rating?scale* or eval*)).tw,kw. 
117 
18 limit 17 to english language 114 
19 10 or 18 1109 





 Cinahl search strategy 
Databases – CINAHL, Academic Search Complete; Psychology and Behavioral Sciences Collection 
Query Limiters/Expanders Last Run Via 
S1 
(MM "Health Care Delivery, Integrated") OR (MH 
"Multidisciplinary Care Team+") OR "integrated care" 
Search modes - 
Boolean/Phrase 52,156 
S2 
(TI ((integrat* N2 (care OR team* OR treatment* OR therap* 
OR service* OR approach* OR health* OR program* OR 
pathway*)) OR (coordinat* N2 (care OR team* OR treatment* 
OR therap* OR service* OR approach* OR health* OR 
program* OR pathway*)) OR (co-ordinat* N2 (care OR team* 
OR treatment* OR therap* OR service* OR approach* OR 
health* OR program* OR pathway*)) OR (comprehensive N2 
(care OR team* OR treatment* OR therap* OR service* OR 
approach* OR health* OR program* OR pathway*)) OR 
(seamless N2 (care OR team* OR treatment* OR therap* OR 
service* OR approach* OR health* OR program* OR 
pathway*)) OR (continuity N2 (care OR team* OR treatment* 
OR therap* OR service* OR approach* OR health* OR 
program* OR pathway*)) OR (continuous N2 (care OR team* 
OR treatment* OR therap* OR service* OR approach* OR 
health* OR program* OR pathway*)) OR (transmural N2 (care 
OR team* OR treatment* OR therap* OR service* OR 
approach* OR health* OR program* OR pathway*)) OR 
(collaborat* N2 (care OR team* OR treatment* OR therap* OR 
service* OR approach* OR health* OR program* OR 
pathway*)) OR (inter-disciplin* N2 (care OR team* OR 
treatment* OR therap* OR service* OR approach* OR health* 
OR program* OR pathway*)) OR (interdisciplin* N2 (care OR 
team* OR treatment* OR therap* OR service* OR approach* 
OR health* OR program* OR pathway*)) OR (multi-discplin* 
N2 (care OR team* OR treatment* OR therap* OR service* 
OR approach* OR health* OR program* OR pathway*)) OR 
(multidisciplin* N2 (care OR team* OR treatment* OR therap* 
OR service* OR approach* OR health* OR program* OR 
pathway*)))) 
Search modes - 
Boolean/Phrase 58,807 
S3 
(MH "Attitude Measures/EV") OR (MH "Questionnaires+") OR 
(MH "Scales") 
Search modes - 
Boolean/Phrase 548,338 
S4 (MH "Surveys+") 
Search modes - 
Boolean/Phrase 199,326 
S5 
(TI (measur* or tool* or assess* or instrument* or framework* 
or frame-work* or questionnaire* or survey* or "percept* 
measur*" or "perspective* measur*" or "preference* measur*" 
or "rating scale" or evaluat*)) 
Search modes - 
Boolean/Phrase 1,569,568 
S6 (TI (S3 OR S4 OR S5)) 
Search modes - 
Boolean/Phrase 2,147,994 
S7 
(TI ( patient* N2 (perceive* or perspective* or view* or 
perception* or opinion* or experience* or attitude*) ) OR ( 
people* N2 (perceive* or perspective* or view* or perception* 
or opinion* or experience* or attitude*) ) OR ( person N2 
(perceive* or perspective* or view* or perception* or opinion* 





or experience* or attitude*) ) OR ( client* N2 (perceive* or 
perspective* or view* or perception* or opinion* or 
experience* or attitude*) ) OR ( customer* N2 (perceive* or 
perspective* or view* or perception* or opinion* or 
experience* or attitude*) ) OR ( consumer* N2 (perceive* or 
perspective* or view* or perception* or opinion* or 
experience* or attitude*) ) OR ( "service-user*" N2 (perceive* 
or perspective* or view* or perception* or opinion* or 
experience* or attitude*) ) OR ( "service user*" N2 (perceive* 
or perspective* or view* or perception* or opinion* or 
experience* or attitude*) )) 
S8 
(MH "Mental Health") OR (MH "Community Mental Health 
Services+") OR (MH "Mental Health Services+") OR (MH 
"Hospitals, Psychiatric") OR (MH "Psychiatry+") OR (MH 
"Psychiatric Units") OR (MH "Psychiatric Patients+") OR (MH 
"Social Work, Psychiatric") OR (MH "Psychiatric Care+") OR 
(MH "Mental Disorders, Chronic") OR (MH "Mental 
Disorders") 
Search modes - 
Boolean/Phrase 343,698 
S9 
(MH "Substance Use Rehabilitation Programs") OR (MH 
"Substance Dependence") OR (MH "Substance Use 
Disorders") 
Search modes - 
Boolean/Phrase 45,147 
S10 (TI (S1 OR S2)) 
Search modes - 
Boolean/Phrase 96,374 
S11 S8 OR S9 
Search modes - 
Boolean/Phrase 381,355 





Search modes - 
Boolean/Phrase 331 
S13 
(mental* ill*) OR (mental* dis*) OR (mental health*) OR 
psychiatr* OR psycho*) 
Search modes - 
Boolean/Phrase 3,496,437 





Search modes - 
Boolean/Phrase 3,135,828 
S15 S12 AND S14 
Search modes - 
Boolean/Phrase 167 



















 Scopus search strategy 
1.  ( TITLE ( integrat*  OR  co-
ordinat*  OR  coordinat*  OR  comprehensive  OR  seamless  OR  continuity  OR  conti
nuous  OR  transmural  OR  collaborat*  OR  inter-
disciplin*  OR  interdisciplin*  OR  multi-
disciplin*  OR  multidisciplin* )  AND  TITLE ( care  OR  team*  OR  treatment*  OR  the




2.  ( TITLE ( patient*  OR  people*  OR  person  OR  client*  OR  customer*  OR  consume
r* )  AND  TITLE ( centred  OR  centered  OR  focused  OR  focussed  OR  perception*
  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  OR  attit




3.  TITLE ( measur*  OR  tool*  OR  assess*  OR  instrument*  OR  framework  OR  frame-
work*  OR  questionnaire*  OR  survey*  OR  self-report*  OR  patient-




4.  #1 AND #2 AND #3 151 
document 
results 
5.  ( TITLE ( ( integrat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servic
e*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( coordinat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servic
e*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( co-
ordinat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service*  OR  appr
oach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( comprehensive )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  s
ervice*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )  
OR  
TITLE ( ( seamless )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service
*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( continuity )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service
*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( continuous )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servi
ce*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( transmural )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servic
e*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( collaborat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servic
e*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( inter-
disciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service*  OR  ap
proach*  OR  health*  OR  program*  OR  pathway* ) )   
OR  
TITLE ( ( interdisciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  ser
vice*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( multi-
disciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service*  OR  ap








TITLE ( ( multidisciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  se
rvice*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) ) )  
6.  ( TITLE ( ( patient* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  p
erception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*
  OR  attitude* ) )   
OR   
TITLE ( ( people* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  per
ception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  
OR  attitude* ) )  
OR   
TITLE ( ( person* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  per
ception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  
OR  attitude* ) )   
OR   
TITLE ( ( client* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  perc
eption*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  O
R  attitude* ) )   
OR   
TITLE ( ( customer* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  p
erception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*
  OR  attitude* ) )   
OR   
TITLE ( ( consumer* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  
perception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinio




7.  ( TITLE-ABS-
KEY ( ( patient* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  perc
eption*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  O
R  attitude* ) )   
OR   
TITLE-ABS-
KEY ( ( people* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  perc
eption*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  O
R  attitude* ) )   
OR   
TITLE-ABS-
KEY ( ( person* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  perc
eption*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  O
R  attitude* ) )   
OR   
TITLE-ABS-
KEY ( ( client* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  percep
tion*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  OR 
 attitude* ) )   
OR   
TITLE-ABS-
KEY ( ( customer* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  pe
rception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  
OR  attitude* ) )  
 OR   
TITLE-ABS-
KEY ( ( consumer* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  p
erception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*




8.  #5 AND #6 AND #3 
 
( ( TITLE ( ( integrat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servi
ce*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   






TITLE ( ( coordinat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servic
e*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( co-
ordinat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service*  OR  appr
oach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( comprehensive )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  s
ervice*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( seamless )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service
*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( continuity )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service
*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( continuous )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servi
ce*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )  
OR   
TITLE ( ( transmural )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servic
e*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( collaborat* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  servic
e*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( inter-
disciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service*  OR  ap
proach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( interdisciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  ser
vice*  OR  approach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( multi-
disciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  service*  OR  ap
proach*  OR  health*  OR  program*  OR  pathway* ) )   
OR   
TITLE ( ( multidisciplin* )  W/2  ( care  OR  team*  OR  treatment*  OR  therap*  OR  se




( ( TITLE ( ( patient* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  
perception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinio
n*  OR  attitude* ) )   
OR   
TITLE ( ( people* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  per
ception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  
OR  attitude* ) )   
OR   
TITLE ( ( person* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  per
ception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  
OR  attitude* ) )  
OR   
TITLE ( ( client* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  perc
eption*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*  O
R  attitude* ) )   
OR   
TITLE ( ( customer* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  p
erception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinion*




OR   
TITLE ( ( consumer* )  W/2  ( centred  OR  centered  OR  focused  OR  focussed  OR  
perception*  OR  perceive*  OR  perspective*  OR  view*  OR  experience*  OR  opinio
n*  OR  attitude* ) ) ) )   
 
AND   
 
( TITLE ( measur*  OR  tool*  OR  assess*  OR  instrument*  OR  framework  OR  fram
e-work*  OR  questionnaire*  OR  survey*  OR  self-report*  OR  patient-
report*  OR  scale*  OR  rating-scale*  OR  eval* ) )  
9.  #4 OR #8 151 
document 
results 
= 145 English  
10.  #4 AND #8 83 
11.  TITLE-ABS-KEY ( "mental* ill*"  OR  "mental* dis*"  OR  "mental 
health*"  OR  psychiatr*  OR  psycho*  OR  "community mental*"  OR  "substance-




12.  #3 AND #5 AND #7 582 
document 
results 
13.  #12 OR #4 640 
document 
results 
14.  #13 AND #11 241 
document 
results 





Appendix 3 Characteristics of measures identified in the 
scoping review 
•  Measure Source author ‘Included’ papers 
referencing 
measure 
Year of first 
publication  





Service context  
1.  Assessment for 
Care of Chronic 
Conditions 
(ACCC) Survey  
Abrahamson et 
al. (2017) 
Abrahamson et al. 
(2017) 






No Multi-disciplinary single service 
context  
2.  Alberta 
Continuity of 
Services Scale - 
Mental Health 
(ACSS-MH) 
Durbin et al. 
(2004) 
Durbin et al. (2004) 
Joyce et al. (2010) 
Aller et al. (2013) 
2004 Canada  People with SMI  Yes Cross-service context: primary, 
secondary (including community 
resources) and tertiary services  





Young et al. 
(2011) 
Beesley et al. (2018) 
Young et al. (2011) 
2011 Australia  Cancer patients  No Cross-service context, including 
GPs, surgeons, oncologists, 
community cancer nurses, and 
physiotherapists.  
4.  Carewell in 
hospital 
questionnaire 
Bakker et al. 
(2014) 
Bakker et al. (2014) 2014 The 
Netherlands 
‘Frail’ elderly 
inpatients (≥ 70 
years)  
No Largely single service (inpatient 
tertiary services). 1 question 
relates to cross-service 
integration  
5.  CCAENA (Letelier et al., 
2010) 
Aller et al. (2013) 2010 Spain  Adults (≥ 18 




for the same 
condition(s) 
No Cross-service context between 
primary and secondary care 
services 
6.  Chao Continuity 
Questionnaire 
Chao (1988) Hill et al. (2014) 1988 USA  Random cross-
section of adults  









(Cott et al., 2006) Korner et al. (2017) – 
utilised the short-
form CCRQ-15; the 
full CCRQ has been 
charted this table 
and table 2 







Partly45  Single service context: within a 
rehabilitation unit   





McGuiness et al. 
(2003) 














No  Cross-service context: between 
primary care and other providers  





Delaney et al. 
(2015) 
Corte (2015) 
Delaney et al. (2015) 
2015 USA Adults with SMI, 




Yes Single service context: inpatient 
(tertiary) psychiatric unit  











Hays et al. (2014) 
Ayanian et al. (2010) 
– an adapted version 
CAHPS 1.0: 










USA Adults engaged 
with a primary 
care provider  
No Single service context: any 
(single) provider   










Yes Multi-disciplinary single service 
context: integrated mental health, 
trauma and substance-abuse 
settings  
12.  CONTINU-UM Rose et al. (2009) Rose et al. (2009) 
Sweeney et al. 
(2012) 
Adnanes et al. 
(2019) 
2009 UK People using 
MHS, particularly 
people with SMI 
Yes Cross-service context : 
 
45 Measures deemed to ‘     y’                             y           q                                                                       of people that includes people using MHS (e.g. people with complex 




13.  Health in 
Community 
Survey (HCS) 
Iezzoni et al. 
(2015) 
Iezzoni et al. (2015) 2015 USA People with 
multiple chronic 
health conditions 
and/or disabilities  
Partly45 Cross-service context, including 
community/social services  












No Cross-service context: 
specifically about transitions 
between specialist cardiology and 
primary care services  
15.  Insignia: Patient 
Activation 
Measure (PAM) 
(Hibbard et al., 
2004) 
(Abrahamson et al., 
2017) – an amended 
version of the original 
PAM 
2004 USA People with 
chronic 
conditions  
No  Single-service context 






Wong et al. 
(2013) 
Banfield et al. (2018) 2013 Canada General primary 
care patients   
No46 Single-service context 
17.  Medical Care 
Questionnaire 
(MCQ) 
Harley et al. 
(2009) 
Harley et al. (2009) 2009 UK Oncology 
Patients  
No Single service context: oncology 
clinic 




Zlateva et al. 
(2015) 




transition needs  
No Cross-service context: Primary, 
secondary (community services, 
including non-health services), 
and tertiary services 




Uijen et al. (2011) Perdok et al. (2018) 
Uijen et al. (2011) 







services  (a 
generic measure) 
No Cross-service context: primary 
and secondary services   
20.  Patient 
Assessment of 
Chronic Illness 
Care (PACIC)  
Glasgow et al. 
(2005) 
Cramm et al. (2014) 
– shortened version 
Uittenbroek et al. 
(2016) – an adapted 
version for elderly 
patients (PAIEC) 
Vrijhoef et al. (2009) 
2005 USA People with 
chronic illnesses 
No  Cross-service context: primary, 
secondary (including community 
resources), and tertiary services   
 




21.  Patient-Centred 
Care in Primary 
Care Scale 
(PCCPCS) 
Radwin et al. 
(2019) 
Radwin et al. (2019) 2019 USA Veterans No Single service context: primary 
care  
22.  Patient-Centred 
Communication 
(PCC)-36 survey 
Reeve et al. 
(2017) 
Reeve et al. (2017) 2017 USA Patients with 
colorectal cancer  
No Single service context: specialist 
(oncology) services 
23.  Patient-Centred 
Inpatient Scale 
(P-CIS) 




set, from which 
the P-CIS  has 
been taken 
Davis et al. (2008) 2001 UK Any inpatients 
(generic)  
No Single service context: tertiary 
services  




(Scholle et al., 
2012) – 
developed PCMH 
1.0; version 3.0 
has been charted 
here and can be 
found at (Agency 
for Healthcare 
Research and 
Quality, 2019)  
Hays et al. (2014) 






here) in 2015 
USA Adults in primary 
care  
No Single service context: primary 
care  
25.  Patient-Centred 





et al. (2018) 
Ramond-Roquin et 
al. (2018) 
2018 Canada  Chronic 
conditions 
No Cross-service context: primary 
care, secondary (including social 
services), and tertiary services 





s et al., 2008) 
(Hadjistavropoulos et 
al., 2008) 
2008 Canada  Generic 
inpatients  
No Cross-service context: (inpatient) 
tertiary care and primary care  




Joober et al. 
(2018) 
Joober et al. (2018) 2018 Canada  People with 
chronic 
conditions 
No Cross-service context 






Haugum et al. 
(2017) 




Yes Single service context: inpatient 
psychiatric unit. However, there is 
one question loosely relating to 











(Haggerty et al., 
2012) 




2012 Canada Patients with any 
condition using 
multiple services 
No Cross service-context:  
30.  Patient 
Perceptions of 
Integrated Care 
(PPIC) surveys  
PPIC 1.0:  
S. J. Singer et al. 
(2013) 
PPIC 2.1:  
Friedberg et al. 
(2019) 
PPIC 1.0:  
S. J. Singer et al. 
(2013) 
PPIC 2.1:  
Friedberg et al. 
(2019) 
Only the PPIC 2.1 
was charted in tables 
1 and 2, as it is the 
most recent version  
2019 USA Patients with 
complex, chronic 
health conditions 
No Cross-service context: primary, 
secondary and tertiary services  
31.  Patient 
Satisfaction 
Questionnaire  
Scrymgeour et al. 
(2013) 
Scrymgeour et al. 
(2013) 
2013 NZ Cancer patients No Cross-service context: between 
primary care, secondary 
(including social services) care 
and tertiary cancer services  
32.  PSQ   Marshall et al. 
(1994) 
Vrijhoef et al. (2009) 1994 USA Patients with 
chronic health 
conditions 
No Single service context: any 
service  
33.  Patient's specific 
experiences with 
care and overall 
rating of care 
Adapted from the 
CAHPS survey 
by Hays et al. 
(2014) 
Ayanian et al. (2010) 2010 USA People with lung 
and/or colorectal 
cancer  
No Single service context: cancer 
services  





Kilpatrick et al. 
(2019) 
Kilpatrick et al. 
(2019) 
2019 Canada Cancer patients No Single service context: cancer 
services  






Tondora et al. 
(2014) 
Hamovitch et al. 
(2018) 
2014 USA MHS-users Yes Single service context: mental 
health and addictions  




Wilberforce et al. 
(2018) 
Wilberforce et al. 
(2018) 
2018 UK Older people 
using mental 
health and social 
care services 
Yes  Single service context: mental 








Iezzoni et al. 
(2017) 





No Cross-service context: all health 
care providers and community 
services  





Tzelepis et al. 
(2015)  
Tzelepis et al. (2015) 2015 Australia  Cancer patients  No Single service context: cancer 
services  






Ignatyev et al. 
(2017) 
Ignatyev et al. (2017) 2017 Germany People 
experiencing 
mental illness 
Yes Cross-service context: inpatient 
and outpatient MHS 





Care - Patient 
(STAR-P) 
McGuire-
Snieckus et al. 
(2007) 
Catty et al. (2012) 
Adnanes et al. 
(2019) 
Theodoridou et al. 
(2015) 
2007 UK People with SMI Yes Single service context: MHS 




Goodwin et al. 
(2003) 
Catty et al. (2012) 2003 UK MHS-users Yes Single service context: MHS 









Fund & Harris 
Interactive, 2008) 




No Cross-service context: primary 





King et al. (2009) King et al. (2009) 2009 UK Cancer patients No Single service context: cancer 
services  
44.  Subjective 
measure of 
coordination  
Mares et al. 
(2008) 
Mares et al. (2008) 2008 USA Homeless adults 
with physical 
illness, mental 
Yes Cross-service context: primary, 






45.  Inter-professional 
Collaboration 
(IPC) Survey  
Yee-Ting Cheng 
et al. (2014) 
Yee-Ting Cheng et 
al. (2014) 
2014 Canada  Cancer patients  No Single service context: cancer 
services  
Measure identified through backwards searching 




(Danielson et al., 
2008) 
Delaney et al. 
(2015)47 
2008 USA Psychiatric 
inpatients 
Yes Single service context: inpatient 
psychiatric unit 
47.  Views on 
Inpatient Care 
(VOICE) 
(Evans et al., 
2012) 




2012 UK Current/recent 
psychiatric 
inpatients 
Yes Single service context: inpatient 
psychiatric unit 




(Pettersen et al., 
2004) 
Haugum et al. (2017) 
48 
2004 Norway General 
inpatients 
No Single service context: general 
inpatient settings  





(Sjetne et al., 
2011) 
Haugum et al. (2017) 
7
 
2011 Norway General patients No Single service context: any health 
setting 
50.  The Norwegian 
EUROPEP 
questionnaire 
(Bjertnaes et al., 
2011) 
Haugum et al. (2017) 
7
 
2010 Norway Patients in 
primary care 
No Single service context: GP 
practices 






(Bjertnaes et al., 
2015) 
Haugum et al. (2017) 
7
 
2014 Norway Psychiatric 
inpatients 
Yes Single service context: inpatient 
psychiatric unit 
52.  CONNECT (Ware et al., 
2003) 
Rose et al. (2009)49,
9
 2003 USA PwSMI Yes Cross-service context: secondary 
MHS, primary care 
 
47 Found through backwards searching of Delaney et al. (2015) 
48 Found through backwards searching of Haugum et al. (2017) 








et al., 1998) 
(Bautista et al., 2016) 
50 
1998 UK People engaging 
in psychotherapy 
Yes Single service context: people 
engaging in psychotherapy 




(Safran et al., 
2006) 
(Bautista et al., 2016) 
9
 
2006 USA Patients in 
primary care 
No Cross-service context: primary 
care and specialist services 




(De Witte et al., 
2006) 





Elderly patients in 
nursing homes 
No Singe service context: nursing 
homes 




(Mercer et al., 
2004) 
(Bautista et al., 2016) 
9
 
2004 UK Patients in 
primary care 
No Single service context: primary 
care 





(Eisen et al., 
1999) 
(Eisen et al., 2001) in 
(Bautista et al., 2016) 
9
 
1999 USA People using 
MHS 
Yes Single service context: MHS 








(Eisen et al., 2001) in 
(Bautista et al., 2016) 
9
 
1996 USA PwSMI Yes Single service context: MHS 





(Berendsen et al., 
2009) 







No Cross-service context: primary 
care and specialists 




(Bova et al., 
2006) 
(Bautista et al., 2016) 
9
 
2006 USA HIV patients No Single service context: any health 
care setting 
61.  Individualised 
Care Scale (ICS) 
(Suhonen et al., 
2000) 
(Petroz et al., 2011) 




2000 Finland Patients in 
general hospitals 
No Single service context: hospital 
care 
 
50 Found through backwards searching of Ignatyev et al. (2017), which generated a large systematic review of existing measures by (Bautista et al., 2016). This review was 









Cornelis et al., 
2004) 







No Single service context: primary 
care 
63.  Relational and 
management 
continuity survey 
(Gulliford et al., 
2011) 
(Bautista et al., 2016) 
9
 
2011 UK People with 
multiple long-
term conditions 
No Single service context: primary 
care 
Measures identified through key informants 








(Health Quality and 
Safety Commission, 
2019)51 
2019 NZ Patients in 
primary care 
No Cross-service context: primary 








Appendix 4 Questions from measures mapped to the new 
PCJUC model 
      
PCJUC 
constructs 






CONNECT (Ware et al., 2003) 
(S7, Q1) “How often to [name of psychiatrist] and [name of CM/T] talk to each other about your treatment?” 
(S7, Q2) “How often to [name of psychiatrist] and [name of CM/T] work together like a team?” 
CONTINU-UM Rose et al. (2009) 
(Q14b)  “Over the past 12 months, have the staff involved in your care seemed to communicate with each other?” 
MCQ Harley et al. (2009) 
(Q4) “The doctors I see in this clinic communicate with each other” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q13) “My practice nurse(s) liaises with my GP in order to meet my needs as they arise (e.g. GP appointments, prescriptions, advice)” 
PTE Kilpatrick et al. (2019) 
(Q18) “The flow of information between team members, patients, friends and families is constrained”  
Coordination  
ACES (Safran et al., 2006) 
“How often did you feel that the other doctors and nurses you saw in your personal doctor’s office had all the information they needed 
to correctly diagnose and treat your health problems?” 
CONNECT (Ware et al., 2003) 
(S8, Q1) “Overall, is your mental health treatment well-coordinated?” 
CCCQ-P Young et al. (2011) 
“In general, how would you rate the co-ordination of your care?” 
CPCQ McGuiness et al. (2003) 
(Q7) “In the past 3 months, how often did you feel the care you received was well coordinated?” 
MPEPHC Wong et al. (2013) 
(Q50) “Were there times when persons from your clinic did not seem to know who should be doing what for your health care?” 




“Were there times when persons [at your clinic] or [from your clinic and those in other places] did not seem to know who should be 
doing what in your health care?” 
Patient-completed 17 item continuity assessment King et al. (2009) 
(Q4) “I frequently have to chase up cancer services to get things done” 
Consistency 
CONNECT (Ware et al., 2003) 
(S7, Q3) “How often to [name of psychiatrist] and [name of CM/T] agree about your care?” 
MPEPHC Wong et al. (2013) 
(Q48) “Were there times when persons from your clinic told you different things (that didn’t make sense together) about your health?” 
PPCMC (Haggerty et al., 2012) 
 “Were there times when persons [at your clinic] or [from your clinic and those in other places] told you different things (that didn’t make 
sense together) about your health?”  
PPIC 2.1 Friedberg et al. (2019) 
(Q22) “In the last 6 months, how often did these other staff talk with you about the care you were receiving from this provider?”  
QPCCC Tzelepis et al. (2015)  
 (Q24) “During treatment, staff at the hospital gave me consistent information about my treatment” 
Team work  
Patient's specific experiences with care and overall rating of care Ayanian et al. (2010) 
“How often did the doctors, nurses, and other medical staff providing your care seem to work well together as a team?” (p. 4156) 
MPEPHC Wong et al. (2013) 
(Q49) “Were there times when persons from your clinic did not seem to work well together?” 
NCQ Uijen et al. (2011) 
(Q2b) “These care providers work together very well”  
PPCMC (Haggerty et al., 2012) 
 “Were there times when persons [at your clinic] or [from your clinic and those in other places] did not seem to work well together?” 
PTE Kilpatrick et al. (2019) 






ACSS-MH Durbin et al. (2004) 
(Q34) “Those involved in my care don't seem to talk with each other” 
(Q37) “My program is in touch with my family doctor/GP” 
Carewell in Hospital Questionnaire Bakker et al. (2014) 
(Q7) “Did a member of the hospital staff inform the key people and/or care providers of your discharge from the hospital?” 
CCAENA (Letelier et al., 2010) 
(Q20) “My GP and my specialists communicate with each other” 
CONNECT (Ware et al., 2003) 




(S9, Q2) “How often is [name of CM/T] in contact with your primary care doctor?” 
CONTINU-UM Rose et al. (2009) 
(Q14b) “Over the past 12 months, have the staff involved in your care seemed to communicate with each other?” 
CPCQ McGuiness et al. (2003) 
(Q17) “How often did your GP seem to be communicating with your other providers?” 
(Q25) “How often did that service provider seem to be communicating with your other providers?” 
CQ-index Continuum of Care (Berendsen et al., 2009) 
“I think my GP gave the specialist all necessary information when he/she referred me” 
“I experienced the collaboration between GPs and specialists as follows (good/very good)” 
HCCQ (Kowalyk et al., 2004) 
(Q14) “I feel that my health care providers communicated well with one another while I was in hospital” 
(Q16) “I feel that my health care providers both in and outside of the hospital maintained an open line of communication with one 
another regarding my care even after I had been discharged from the hospital” 
NCQ Uijen et al. (2011) 
(Q5d) “These care providers always know very well from each other what they do” 
PCCCT Ramond-Roquin et al. (2018) 
(Q1) “I am confident that my care team members were communicating with each other about my care” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q23) “The different providers appeared to communicate well with each other while I was in hospital/convalescent care”  
(Q34) “As far as I am aware, my family physician or other key provider was contacted and informed about the important aspects of 
care that I received (e.g. diagnosis, prognosis, treatment, medications, etc.)” 
PPCMC (Haggerty et al., 2012) 
“Thinking about ALL the persons you saw in ALL different places you went for your care, is there one who ensures the follow-up of 
your health care (doctor, nurse, other)?...” 
 “How much does this person contact other clinicians about your health care?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Does your current GP or nurse seem informed and up-to-date about the care you get from specialist doctors?” 
IPC Yee-Ting Cheng et al. (2014) 
(Q5) “The different health care professionals communicate well with each other” 
Consistency  
PPCMC (Haggerty et al., 2012) 
“Were there times when persons [at your clinic] or [from your clinic and those in other places]…” 
“Told you different things (that didn’t make sense together) about your health?” 
CPCQ McGuiness et al. (2003) 
(Q11) “How often did you seem to get conflicting advice from service providers?” 
Coordination/Linkages between services 




(Q21) “I can't seem to move easily between services” 
(Q24) “There don't seem to be links from one service to the next”  
(Q30) “My provider knows about all the different services available” 
(Q43) “My hospital psychiatrist did everything possible to make sure that I was linked to continuing treatment after discharge”  
2008 Commonwealth Fund International Health Policy Survey of Sicker Adults (telephone survey) (Commonwealth Fund & Harris 
Interactive, 2008) 
“How often does your regular doctor (or someone in your doctor’s practice) help coordinate or arrange the care you receive from other 
doctors and places, such as make appointments with a specialist?”  
Carewell in Hospital Questionnaire Bakker et al. (2014) 
(Q6) “Before discharge, did you talk with a member of the hospital staff regarding the care you would need after discharge?” 
CCAENA (Letelier et al., 2010) 
(Q24) “The specialists sends me to my GP for follow-ups” 
(Q25) “I believe that the care I receive from my GP and the specialist is coordinated” 
(Q26) “My appointments with the specialist are arranged at the primary care centre” 
(Q28) “The centre where I am seen by the specialist schedules my follow-up visits with my GP” 
Chao Continuity Questionnaire Chao (1988) 
“In general, how would you rate the co-ordination of your care?” 
CONNECT (Ware et al., 2003) 
(S10, Q1) “I had a good discharge plan.” 
(S10, Q5) “Overall the transition was smooth.” 
CONTINU-UM Rose et al. (2009) 
(Q6b) “Over the past 12 months, have you received the support you've needed from services when you have left hospital?” 
CPCQ McGuiness et al. (2003) 
(Q7) “In the past 3 months, how often did you feel the care you received was well coordinated?” 
HCCQ (Kowalyk et al., 2004) 
(Q18) “My family physician was continually involved in or aware of my care” 
MPEPHC Wong et al. (2013) 
(Q46) “In general, do you feel that you yourself have to arrange the health care you receive 
from different persons or places?” 
NCQ Uijen et al. (2011) 
(Q5c) “The care of these care providers is very well connected” 
PACIC Glasgow et al. (2005) 
(Q20) “Over the past 6 months, when I received care for my chronic illness, I was asked how my visits with other doctors were going” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q5) “My practice nurse(s) is well informed about other cancer services available” 
PCCCT Ramond-Roquin et al. (2018) 




PEQ-ITSD Haugum et al. (2017) 
(Q28) “Do you perceive that the clinicians/personnel have arranged for further treatment for the time after discharge?” 
PPCMC (Haggerty et al., 2012) 
“Thinking about ALL the persons you saw in ALL different places you went for your care, is there one who ensures the follow-up of 
your health care (doctor, nurse, other)?...” 
“How much does this person help you in getting the health care you need from other clinicians?” 
“Were there times when persons [at your clinic] or [from your clinic and those in other places]…” 
“Did not seem to know who should be doing what in your health care?” 
“In general, do you feel that you yourself have to organize the health care you receive from different persons or different places?” 
PPIC 2.1 Friedberg et al. (2019)  
(Q49) “In general, how often does the provider named in Question 1 talk with you about the medicines prescribed by these 
specialists?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Did the hospital arrange follow-up care with a doctor or other health care professional?” 
“Did your current GP seem informed and up-to-date about the plan for follow-up?” 
QPCCC Tzelepis et al. (2015)  
(Q48) “After treatment had ended, staff at the hospital helped me move smoothly between different hospitals, clinics, or health 
services” 
Information sharing processes 
ACSS-MH Durbin et al. (2004) 
 (Q31) “My records never seem to be available to new providers I see” 
HCCQ (Kowalyk et al., 2004) 
(Q17) “My health care providers were able to obtain the information they needed from the other health care providers involved in my 
care” 
NCQ Uijen et al. (2011) 
(Q5a) “These care providers transfer information very well to each other”  
PEQ (Pettersen et al., 2004) 
(Q12) “Did you experience that important information about you and your condition did not reach the people in the hospital who were 
going to use it?” 
PPCMC (Haggerty et al., 2012) 
“Where there times when you had to provide the results of a specialist’s visit to the person you were seeing?” 
“Where there times when the person you were seeing did not have access to your recent test or exam results?” 
PTE Kilpatrick et al. (2019) 
(Q29) “All relevant information is available to my healthcare team if I need to consult another healthcare provider or if I am hospitalized 
on another unit” 
Team work 
CCRQ (Cott et al., 2006) 




Subjective measure of coordination Mares et al. (2008) 
“How often do providers work together to coordinate your care?” 
NCQ Uijen et al. (2011) 
 (Q5b) “These care providers work together very well” 
PDQ-S Iezzoni et al. (2017) 
(Q3) “Do you feel these people [identified in q2, e.g. peer support, community workers, primary care] work together as a team to 
provide you with the support and services you need?” 
PEICS Joober et al. (2018) 
(Q11) “Did all the different people treating and caring for you work well together to give you the best possible care and support?” 
PPCMC (Haggerty et al., 2012) 
“Were there times when persons [at your clinic] or [from your clinic and those in other places]…” 
“Did not seem to work well together?” 
IPC Yee-Ting Cheng et al. (2014) 









Coordination/Linkages between services 
MPEPHC Wong et al. (2013) 
(Q52) “In the last 12 months, have you had enough support from local services or organizations to help you to manage your hea lth 
concerns?” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q9) “The general practice I attend has been able to provide or refer me to whatever support I have needed” 
(Q14) “My practice nurse(s) refers me to appropriate health and social agencies for my needs”  
PDQ-S Iezzoni et al. (2017) 
(Q2) “Are any of the following people part of a team that provides you with the support and services you need?...” 
(c) “Non-medical staff, such as personal care or home health assistants and community health workers? This could also 
include someone from a community organization, club house, non-profit organization, or an advocate.” 
(Q6) “In the past year, in this health plan, have you been offered new services or help with…”  
(a) “Housing?”  
(b) “Buying healthy food?” 
(c) “Transportation for non-medical appointments or activities?” 
(d) “The cost of utilities, such as heat, electricity, telephone?” 
(f) “Dental care?” 
PEICS Joober et al. (2018) 
(Q4) “Overall, do you feel that your carer/family received support from health and social services as needed?” 
Sharing knowledge about range of community services available  
CCRQ (Cott et al., 2006) 
(Q10) “I was given adequate information about support services in the community” 




(Q6b) “Someone on my PCT gives me information about services offered at their office or in my community” 
(Q6c) “Someone on my PCT encourages me to attend programs in my community that could help me, like support groups and exercise 
classes” 
PACIC Glasgow et al. (2005) 
(Q17) “Over the past 6 months, when I received care for my chronic illness, I was encouraged to attend programs in the community 
that could help me” 
PCCCT Ramond-Roquin et al. (2018) 
(Q3) “I was told about services that were available to someone in my circumstances” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q11) “I was given written information on recommended support services (e.g., Home Care, Respite, Adult Day Program) and target 
date for initial contact” 
PEICS Joober et al. (2018) 
(Q13) “Did health and social care staff give you information about other services that are available to someone in your circumstances, 







Familiar with care provided by the same provider 
MCQ Harley et al. (2009) 
(Q9) “The doctors do not always know about the care and treatment I have received previously in this clinic” 
NCQ Uijen et al. (2011) 
(Q1c) “My general practitioner always knows very well what he/she did previously” 
(Q3c) “This care provider always knows very well what he/she did previously” 
Norwegian EUROPEP (Bjertnaes et al., 2011) 
(Q16) “What is your view on the GP and the GP office in the last 12 months concerning knowing what she/he had done or told you 
during previous contacts?” 
QPCCC Tzelepis et al. (2015)  
(Q23) “During treatment, staff at the hospital had up-to-date information about my cancer care” 
PPIC 2.1 Friedberg et al. (2019) 
 (Q21) “In the last 6 months, how often did these other staff seem up-to-date about the care you were receiving from this provider?”  
(Q47) “In general, how often do you have to remind the provider named in Question 1 about care you receive from specialists?” 
Familiar with care provided by other providers  
ACES (Safran et al., 2006) 
“How often did you personal doctor seemed informed and up to date about the care you received from specialist doctors?” 
Patient's specific experiences with care and overall rating of care Ayanian et al. (2010) 
“How often did your doctors seem to be aware of treatments for your cancer that other doctors recommended?” 
2008 Commonwealth Fund International Health Policy Survey of Sicker Adults (telephone survey) (Commonwealth Fund & Harris 
Interactive, 2008) “After you saw the specialist (or consultant) did your regular doctor seem informed and up-to-date about the care 
you got from the specialist/consultant?” 




(QB3) “Thinking about your relationship with your primary care doctor or nurse practitioner, how often would you say that he or she 
knows...” 
(b) “If you were in the hospital or emergency room?” 
(c) “If another doctor has changed your medication?” 
(e) “If you saw a specialist?” 
Subjective measure of coordination Mares et al. (2008) 
“How often is one provider unaware of information about your care that another provider has?” 
“How often do these providers seem unaware of what the others are doing for you?” 
MHCCS Zlateva et al. (2015) 
(Q11c) “After I leave the hospital, my primary care team (PCT) knows about new prescriptions or if there was a change in my 
medication” 
(Q11a) “After I leave the hospital, my PCT knows about the care I received from the hospital” 
MPEPHC Wong et al. (2013) 
(Q42) “Were there times when the person you were seeing did not know about changes in your treatment that another person had 
recommended?” 
PCCCT Ramond-Roquin et al. (2018) 
(Q13) “When I met with other professionals, my care plan was known in advance” 
PCMH (Scholle et al., 2012)   
(Q3) “In the last 6 months, how often did the provider named in Question 1 seem informed and up-to-date about the care you got from 
specialists?” 
PPCMC (Haggerty et al., 2012) 
“Where there times when the person you were consulting did not know about changes in your treatment that another person 
recommended?” 
“How much does this person seem up-to-date about health care given by others?” 
PPIC 2.1 Friedberg et al. (2019) 
(Q46) “In general, how often does the provider named in Question 1 seem informed and up-to-date about the care you get from 
specialists?” 
(Q59) “After your most recent hospital stay, did the provider named in Question 1 seem to know the important information about this 
hospital stay?” 
Knows service-users’ medical history and important information  
ACES (Safran et al., 2006) 
“How would you rate your personal doctor’s knowledge of your medical history?” 
ACSS-MH Durbin et al. (2004) 
(Q7) “I've had to repeat my history every time I need help” 
2008 Commonwealth Fund International Health Policy Survey of Sicker Adults (telephone survey) (Commonwealth Fund & Harris 
Interactive, 2008)  
“When you saw a specialist (or consultant), did he or she have information about your medical history?” 




CAHPS (Hays et al., 1999) 
(Q13) “In the last 6 months, how often did this provider seem to know the important information about your medical history?” 
CCAENA (Letelier et al., 2010) 
(Q15) “I believe that the professionals attending to me know my previous medical history” 
CCCQ-P Young et al. (2011) 
(Q18) “How often did you feel that health professionals looking after you were not fully informed about your history and progress?” 
Chao Continuity Questionnaire Chao (1988) 
(Q1b) “My doctor often mentions or refers to my past medical problems and treatments” 
(Q1g) “I have medical problems that the doctor doesn't know about” 
CONTINU-UM Rose et al. (2009) 
(Q16b) “Over the past 12 months, have you had to tell your life history to new staff?” 
HCS Iezzoni et al. (2015) 
(QB3) “Thinking about your relationship with your primary care doctor or nurse practitioner, how often would you say that he or she 
knows...” 
(a) “All or most important information about your medical history?” 
Patient-completed 17 item continuity assessment King et al. (2009) 
(Q16) “The last time when I was in clinic, I think the clinical staff had all my notes”  
Subjective measure of coordination Mares et al. (2008) 
 “How often do you have to tell the same information to several providers?” 
MCQ Harley et al. (2009) 
(Q5) “The doctors do not always know my medical history and problems very well”  
(Q12) “I sometimes have to repeat my problems to the different doctors I see in this clinic” 
(Q14) “The doctors usually know about the problems that have bothered me at the previous visits” 
MPEPHC Wong et al. (2013) 
(Q35) “Did your doctor or nurse seem to know about your whole medical history?” 
(Q39) “Were there times when the person you were seeing did not know your most recent medical history?” 
NCQ Uijen et al. (2011) 
(Q1b) “My general practitioner knows my medical history very well” 
(Q3b) “This care provider knows my medical history very well” 
PIPEQ-OS (Bjertnaes et al., 2015) 
“Do you perceive that the clinicians/personnel understand your situation?” 
`PCC-36 Reeve et al. (2017) 
“How often do your doctors and other health professionals remember details about you between visits?” 
PCCCT Ramond-Roquin et al. (2018) 
(Q4) “My list of medication was known by members of my care team”  
PCCPCS Radwin et al. (2019) 
(Q8) “Did your provider seem to know what you had been through?” 




(Q18) “I felt ‘known’ (e.g. current clinical condition and events) by the providers involved in my care” 
PPCMC (Haggerty et al., 2012) 
“Where there times when the person you were consulting did not know your most recent medical history?” 
“Where there times when you had to repeat information that should be in your medical record?” 
“Thinking about ALL the persons you saw in ALL different places you went for your care, is there one who ensures the follow-up of 
your health care (doctor, nurse, other)?...” 
“How much does this person know about your health needs?”  
PPIC 2.1 Friedberg et al. (2019) 
(Q9) “In the last 6 months, how often did you have to repeat information that you had already provided during the same visit?” 
(Q10) “In the last 6 months, how often did this provider seem to know the important information about your medical history?” 
(Q23) “In the last 6 months, how often did these other staff seem to know the important information about your medical history?” 
(Q50) “When you see this specialist, does he or she seem to know enough information about your medical history?” 
(Q51) “When you see this specialist, how often do you have to repeat information that you have already given to the provider named in 
Question 1?” 
(Q62) “In the last 6 months, was there one provider who knew about all your medical care needs?” 
(Q63) “In the last 6 months, was there one provider who knew about all the medicines you were taking?”  
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Are you confident that your GP or nurse is aware of your medical history?” 
“Do the specialist doctors know your medical history and the reason for your visit?” 
“Has a doctor ordered a test (e.g. blood test, x-ray, etc.) that you felt you didn’t need because the test had already been done?” 
QOC-P (Danielson et al., 2008) 
(Q15) “The staff seem to understand me and my condition well” 
Relational and management continuity survey (Gulliford et al., 2011) 








Services following up between visits  
ACSS-MH Durbin et al. (2004) 
(Q20) “My primary caregiver has called to check in on me” 
(Q36) “I am reminded of appointments or called if I miss appointment” 
(Q41) “My primary caregiver kept in contact, even when I went into the hospital” 
CCAENA (Letelier et al., 2010) 
(Q16) “After seeing the specialist, my GP discusses the visit with me” 
CONTINU-UM Rose et al. (2009) 
(Q17b) “Over the past 12 months, have you been able to avoid contact with services if you have wanted to?” 
Patient-completed 17 item continuity assessment King et al. (2009) 
(Q6) “I feel out of touch with the cancer services between appointments” 
NCQ Uijen et al. (2011) 
(Q1f) “My general practitioner contacts me if it is needed, I do not have to ask” 




PACIC Glasgow et al. (2005) 
(Q16) “Over the past 6 months, when I received care for my chronic illness, I was contacted after a visit to see how things were going” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q38) “I was reminded about important appointments (e.g., letter, phone call)” 
PPIC 2.1 Friedberg et al. (2019) 
(Q4) “Some offices remind patients about appointments. Before your most recent visit with this provider, did you get a reminder from 
this provider’s office about the appointment?” 
(Q5) “Before your most recent visit with this provider, did you get instructions telling you what to expect or how to prepare for the visit?”  
(Q8) “In the last 6 months, when you missed an appointment with this provider, how often did someone from his or her office contact 
you to make a new appointment?” 
(Q42) “In the last 6 months, how often did this provider or someone in his or her office contact you between visits to see how you were 
doing?” 
(Q54) “After your most recent hospital stay, did the provider named in Question 1 or someone in his or her office contact you to see 
how you were doing?” 
(Q56) “After your most recent hospital stay, did the provider named in Question 1 or someone in his or her office contact you to check if 
you were able to follow instructions about any medicines you were prescribed?” 
PPCMC (Haggerty et al., 2012) 
“Were there times during or between health care visits when you felt abandoned by the health care system or left too much to your own 
resources?” 
“Thinking about ALL the persons you saw in ALL different places you went for your care, is there one who ensures the follow-up of 
your health care (doctor, nurse, other)?...”  
“How much does this person keep in contact with you even when you receive health care in other places?” 
SAQ Goodwin et al. (2003) 
(Q20) “I worry that I’ll be discharged without any follow-up from my keyworker/ therapist” 
Ease and accessibility of support in between visits  
CAHPS (Hays et al., 1999) 
(Q10) “In the last 6 months, when you contacted this provider’s office during regular office hours, how often did you get an answer to 
your medical question that same day?” 
CCRQ (Cott et al., 2006) 
(Q22) “I knew who to contact if I had problems or questions during my rehabilitation program” 
(Q28) “I knew who to contact if I had problems following discharge” 
CONTINU-UM Rose et al. (2009) 
(Q5b) “In the past 12 months, have you had access to support from services outside of office hours?” 
HCS Iezzoni et al. (2015) 
(QB2a) “When you called after hours, how often did you get an answer to your medical question as soon as you thought you needed?” 
Patient-completed 17 item continuity assessment King et al. (2009)  
(Q14) “I know I have a specific person at the hospital whom I can contact when I need to” 




(Q21) “Based on your experience, how easy is it for you to get health advice from your clinic over the phone?” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q8) “My practice nurse(s) responds to my telephone queries in a timely manner” 
(Q10) “I am able to get urgent care from my practice nurse(s)” 
PCMH (Scholle et al., 2012)  
(Q1) “Did this provider’s office give you information about what to do if you needed care during evenings, weekends, or holidays?” 
PEICS Joober et al. (2018) 
(Q10) “If you had questions, could you contact the people treating and caring for you?” 
(Q16) “Could you meet/phone/email a professional when you needed to ask more questions or discuss the options?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“When you contact your usual GP clinic about something important, do you get an answer the same day?” 
PSQ Marshall et al. (1994) 
(Q40) “If I have a medical question, I can reach a doctor for help without any problem” 
QPCCC Tzelepis et al. (2015)  





Asking about, and respecting, the service-user’s values, beliefs, and traditions 
ACCC Abrahamson et al. (2017) 
“Sure that my doctor or nurse thought about my values, beliefs, and traditions when they recommended treatments to me” 
CPC Clark et al. (2008) 
(Q6) “Treatment was provided in a way that respected my values and beliefs”  
MPEPHC Wong et al. (2013) 
(Q38) “Did your doctor or nurse seem to know about your personal values?” 
NCQ Uijen et al. (2011) 
(Q1g) “My general practitioner knows very well what I believe is important in my care”  
(Q3g) “This care provider knows very well what I believe is important in my care” 
PACIC Glasgow et al. (2005) 
(Q12) “Over the past 6 months, when I received care for my chronic illness, I was sure that my doctor or nurse thought about my 
values and my traditions when they recommended treatments to me”  
PCCQ (Hadjistavropoulos et al., 2008) 
(Q17) “Providers understood my expectations, beliefs and preferences” 
PPIC 2.1 Friedberg et al. (2019) 
(Q17) “How would you rate this provider’s knowledge of your values and beliefs that are important to your health care?”  
Co-designing and delivering care in a culturally appropriate way 
CPC Clark et al. (2008) 
(Q5) “My service providers were sensitive to my cultural/ethnic background” 
MHSIP (Center for Mental Health Services, 1996) 
“Staff were sensitive to my cultural/ethnic background” 




(Q1) “The service provided by the practice nurse(s) acknowledges and respects my cultural values and beliefs” 
PCCPQ-PIR Tondora et al. (2014) 
(Q5) “I was able to include healing practices based on my culture in the plan”  
(Q11) “My recovery team really understood how I explained what was going on for me, based on how I see it in my culture” 
(Q16) “Cultural factors (such as my spiritual beliefs and my cultural views) are considered in my plan” 
(Q25) “My provider asked me about parts of my culture that he or she did not understand to make the recovery plan better for me” 
(Q29) “I feel like my culture was really taken into consideration when working on my recovery plan” 
VOICE (Evans et al., 2012) 
(Q19) “I think staff respect my ethnic background” 
Getting to know the ‘whole person’; understanding the service-user’s experien-ces, perspectives, priorities, goals, and needs.  
ACCC Abrahamson et al. (2017) 
 “Helped to make a treatment plan that I could carry out in my daily life” 
“Asked how my chronic condition affects my life” 
ACES (Safran et al., 2006) 
“How would you rate your personal doctor’s knowledge of your responsibilities at home, work, or school?” 
“How would you rate your personal doctor’s knowledge of you as a person, including values and beliefs important to you?” 
ACSS-MH Durbin et al. (2004) 
(Q1) “I was asked what I wanted out of my treatment”  
(Q3) “My treatment fits my needs”  
(Q9) “My care doesn't change when my needs change” 
(Q16) “My primary caregiver asks me about more than just my symptoms” 
CARE (Mercer et al., 2004) 
(Q4) “How was the doctor at being interested in you as a whole person?” 
(Q5) “How was the doctor at fully understanding your concerns?” 
Carewell in Hospital Questionnaire Bakker et al. (2014) 
(Q6) “Before discharge, did you talk with a member of the hospital staff regarding the care you would need after discharge?” 
CCCQ-P Young et al. (2011) 
(Q13) “How often were you asked how well you and your family were coping?” 
CCRQ (Cott et al., 2006) 
(Q4) “My family/friends were given the support that they needed” 
(Q5) “The program staff treated me as a person instead of just another case” 
(Q6) “The program staff tried to accommodate my needs when scheduling my therapy”  
(Q9) “The program staff took my individual needs into consideration when planning my care”  
(Q17) “My treatment needs, priorities and goals were important to the program staff” 
(Q31) “My family/friends were involved in my rehabilitation as much as I wanted”  
(Q35) “My emotional needs (worries, fears, anxieties) were acknowledged and addressed” 
Chao Continuity Questionnair Chao (1988) 




CONNECT (Ware et al., 2003) 
(S1, Q2) “How much does [name of psychiatrist] know about relationships that are important to you?” 
(S1, Q3) “How much does [name of psychiatrist] know about your family history?” 
(S1, Q4) “How much does [name of psychiatrist] know about your relationships with your family now?” 
(S1, Q5) “How much does [name of psychiatrist] know about what upsets you?” 
(S1, Q5) “How much does [name of psychiatrist] know about what situations are stressful for you?” 
(S2, Q3) “How much does [CM/T] know about what you enjoy?” 
(S2, Q4) “How much does [CM/T] know about what upsets you?” 
(S2, Q5) ““How much does [CM/T] know about what you are afraid of?” 
(S2, Q6) “How much does [CM/T] know about who you feel you can trust?” 
CONTINU-UM Rose et al. (2009) 
(Q9b) “Over the past 12 months, have the levels of support you get from services changed to match your needs?”  
CPC Clark et al. (2008) 
(Q11) “I was asked what problems or issues are most important for me to work on at this time” 
(Q15) “The services I receive treat me as a whole person rather than pulling me apart into separate problems” 
CPCQ McGuiness et al. (2003) 
(Q10) “In the past 3 months, how often have service providers responded appropriately to changes in your needs?” 
HCS Iezzoni et al. (2015) 
(QB4) “Thinking about your relationship with your primary care doctor or nurse practitioner, how often does he or she ask you...” 
(a) “If you have problems with medical bills or finances?” 
(b) “About your family or other important relationships?” 
(c) “About you as a person (i.e. work, hobbies, interests)?” 
(d) ”If you feel discouraged or sad about your health?” 
ICS (Suhonen et al., 2000) 
(Q2a) “The nurses talked with me about my care needs” 
(Q6a) “The nurses made an effort to find out how the condition has affected me” 
(Q7a) “The nurses talked with me about what my condition means to me” 
(Q8a) “The nurses asked me what kind of things I do in my everyday life” 
(Q9a) “The nurses asked me about my previous experiences of hospitalization” 
MCQ Harley et al. (2009) 
(Q11) “The doctors know about non-medical things in my life (family, job, hobbies, social life)” 
MHCCS Zlateva et al. (2015) 
(Q6a) “Someone on my Primary Care Team (PCT) asks me about what I need for support, like care programs, financial services, 
equipment and transportation” 
MPEPHC Wong et al. (2013) 
(Q12) “Did he or she really find out what your concerns were?” 
(Q17) “Did he or she discuss with you your main goals or priorities in caring for your condition?” 




NCQ Uijen et al. (2011) 
(Q1d) “My general practitioner knows my familial circumstances very well”  
(Q1e) “My general practitioner knows my daily activities very well” 
(Q3d) “This care provider knows my familial circumstances very well” 
(Q3e) “This care provider knows my daily activities very well” 
Norwegian EUROPEP (Bjertnaes et al., 2011) 
(Q2) “What is your view on the GP and the GP office in the last 12 months concerning interest in your personal situation?” 
(Q14) “What is your view on the GP and the GP office in the last 12 months concerning help in dealing with emotional problems related 
to your health status?” 
PIPEQ-OS (Bjertnaes et al., 2015) 
“Have you had the chance to tell clinicians/personnel what is important about your condition?” 
PACIC Glasgow et al. (2005) 
(Q13) “Over the past 6 months, when I received care for my chronic illness, I was helped to make a treatment plan that I could do in my 
daily life”  
(Q15) “Over the past 6 months, when I received care for my chronic illness, I was asked how my chronic illness affects my life” 
PACIC Glasgow et al. (2005) 
(Q4) “Asked whether I had any problems with my care and support, or what my experiences with either had been” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q6) “My practice nurse(s) takes into account other health, social and family issues” 
(Q7) “My practice nurse(s) is open to complementary approaches” 
(Q17) “My family’s/whanau’s role in my care is accepted and supported by my practice nurse” 
`PCC-36 Reeve et al. (2017) 
“How often do your doctors and other health professionals talk with you about your concerns and questions?”  
“How much do your doctors and other health professionals show concern for how your family is doing emotionally?” 
“How much do your doctors and other health professionals show concern for your feelings, not just your illness?” 
PCCPCS Radwin et al. (2019) 
(Q1) “How often did your provider seem to understand your main health concerns?” 
(Q7) “How often did your provider ask about how your health affects your life at home, work or school?” 
(Q8) “Did your provider seem to know what you had been through?” 
PCCPQ-PIR Tondora et al. (2014) 
(Q10) “Those areas of my life that I want to work on (like health, social relationships, getting a job, housing, and spirituality) are talked 
about and included in my plan if I want them” 
(Q24) “I feel like my plan helps me get back involved in my community, not just in places that provide services for people with mental 
illness”  
P-CIS Coyle et al. (2001) 
“The doctors understood fully what I was going through” 
“The service was designed more for the convenience of staff than for patients” 




(Q5) “A goal of One Care is to create a Care Plan with each person. It lists all the services you need and who will provide them. The 
plan reflects your needs, preferences, and goals. Do you have a Care Plan?” 
PEICS Joober et al. (2018) 
(Q1) “Have all your needs been assessed?” 
PEQ-ITSD Haugum et al. (2017) 
(Q16) “Do you perceive that the treatment has been adjusted to your needs?” 
(Q17) “Have you received help for physical ailments or illness?”  
(Q27) “Do you perceive that the clinicians/personnel have helped you with practical issues for the time after discharge (e.g. housing, 
finances, work/school)?” 
PERCCI Wilberforce et al. (2018) 
“They understand the areas of my life that I need help with” 
“I get help with things that are most important to me” 
PPIC 2.1 Friedberg et al. (2019) 
(Q11) “In the last 6 months, how often did this provider ask about things in your work or life at home that affect your health?” 
(Q29) “In the last 6 months, did this provider or someone in his or her office ask you about these things that make it hard for you to 
take care of your health?” 
(Q30) “In the last 6 months, did you and this provider or someone in his or her office come up with a plan to help you deal with the 
things that make it hard for you to take care of your health?” 
QPCCC Tzelepis et al. (2015)  
(Q32) “The staff at the hospital helped me deal with my spiritual needs” 
(Q33) “The staff at the hospital helped me deal with changes in my personal relationships” 
(Q40) “The staff at the hospital helped my family or friends deal with being worried, upset, or sad” 
(Q47) “After treatment had ended, staff at the hospital helped me move smoothly back home” 
SAQ Goodwin et al. (2003) 
(Q13) “I feel that people in the service understand my needs and problems” 
STAR-P McGuire-Snieckus et al. (2007) 
(Q1) “My clinician speaks with me about my personal goals and thoughts about treatment” 
(Q12) “I believe my clinician has an understanding of what my experiences have meant to me” 
VOICE (Evans et al., 2012) 






ACCC Abrahamson et al. (2017)  
“Asked for my ideas when we made a treatment plan” 
“Asked to talk about my goals in caring for my condition” 
“Given a copy of my treatment plan” 
ACSS-MH Durbin et al. (2004) 
(Q2) “I do not feel involved in decisions about my care” 




ARM (Agnew‐Davies et al., 1998) 
(Q20) “My therapist follows his/her own plans, ignoring my views of how to proceed.” 
(Q24) “My therapist and I are willing to work hard together.” 
(Q26) “My therapist and I agree about how to work together.” 
(Q27) “My therapist and I have difficulty working jointly as a partnership.” 
CABHS (Eisen et al., 1999) 
“How often were you involved as much as wanted in decisions on treatment?” 
CAHPS (Hays et al., 1999)  
(Q14) “In the last 6 months, how often did this provider show respect for what you had to say?” 
CAPE Delaney et al. (2015) 
“Staff asked my opinion about what outpatient services I needed” 
CARE (Mercer et al., 2004) 
(Q9) “How was the doctor at helping you take control?” 
(Q10) “How was the doctor at making a plan of action with you?” 
Carewell in Hospital Questionnaire Bakker et al. (2014) 
(Q3) “During your hospital stay, could you co-decide what was important to your care?” 
CCCQ (De Witte et al., 2006) 
“I get enough opportunity to say what kind of care I need.” 
“I can tell the carers respect my decision even though I disagree with them.” 
“I’m given enough opportunity to help decide on the kind of care I receive.” 
CCRQ (Cott et al., 2006) 
(Q24) “I was encouraged to participate in setting my goals” 
CONNECT (Ware et al., 2003) 
(S10, Q2) “I met with hospital staff to agree on the plan.” 
(S11, Q3) “I had a say in the treatment decision.” 
CPCQ McGuiness et al. (2003) 
(Q18) “How often did your GP involve you when making decisions about your care?”  
(Q26) “How often did that service provider involve you when making decisions about your care?” 
CQ-index Continuum of Care (Berendsen et al., 2009) 
“My GP included me in the decision on the referral” 
HCR Trust Scale (Bova et al., 2006) 
(Q1) “How often does your HCP talk over your head?” 
(Q2) “How often does your HCP discuss options and choices with you before health care decisions are made?” 
ICS (Suhonen et al., 2000) 
(Q15a) “The nurses helped me take part in decisions concerning my care” 
(Q16a) “The nurses helped me express my views on my care” 
IPAM 




MHCCS Zlateva et al. (2015) 
(Q3a) “My Primary Care Team (PCT)  asks for my ideas when we make a plan for my care” 
MHSIP (Center for Mental Health Services, 1996) 
“I was encouraged to take responsibility for how to live my life.” 
“I, not staff, decided my treatment goals.” 
MPEPHC Wong et al. (2013) 
(Q11) “How would you evaluate the way the person involved you in decisions about your care?” 
(Q31) “Did you and your doctor work out a treatment plan together?” 
(Q33) “Did your doctor ask whether you felt you could do the recommended treatment plan?” 
(Q69) “How much importance does this person [the person you see most at the clinic] give to your ideas about your care?” 
Norwegian EUROPEP (Bjertnaes et al., 2011) 
(Q4) “What is your view on the GP and the GP office in the last 12 months concerning involving you in decisions about your medical 
care?” 
PIPEQ-OS (Bjertnaes et al., 2015) 
“Have you had influence on the choice of treatment regime?” 
“Have you had influence on your medication?” 
PACIC Glasgow et al. (2005) 
(Q1) “When I received care for my chronic illness over the past 6 months, I was asked for my ideas when we made a treatment plan”  
(Q7) “When I received care for my chronic illness over the past 6 months, I was asked to talk about my goals in caring for my illness” 
`PCC-36 Reeve et al. (2017) 
“How often do your doctors and other health professionals involve you in making decisions about your care?”  
“How much do your doctors and other health professionals show interest in what you say about the decisions?” 
PCCCT Ramond-Roquin et al. (2018) 
(Q5) “I was asked my opinion before deciding on my care plan”  
PCCPCS Radwin et al. (2019) 
(Q3) “How often did your provider show interest in your ideas about your health?” 
(Q5) “Did your provider encourage you to ask questions?” 
(Q10) “Did you and your provider work on a plan to address your well-being?” 
PCCPQ-PIR Hamovitch et al. (2018) 
(Q2) “I get a copy of the recovery plan to keep” 
(Q3) “My goals are written in my own words in the plan” 
(Q13) “I feel like when my provider and I work on a recovery plan, we work together as a team” 
(Q20) “As part of my planning meetings, I get education about my rights and about my responsibilities in treatment” 
(Q21) “As part of the plan, I have things that I'm supposed to do to work on my goals” 
(Q30) “I feel very involved in the recovery planning process” 
(Q32) “I have the chance to review and make changes to my plan” 
PCCQ (Hadjistavropoulos et al., 2008) 




P-CIS Coyle et al. (2001) 
“I felt as though the staff and I were partners in the whole process of my care”  
“Nobody asked me what I thought about my treatment”  
“At times I felt the doctors did not want me to ask questions” 
PCMH (Scholle et al., 2012)  
(Q4) “In the last 6 months, did someone from this provider’s office talk with you about specific goals for your health?” 
PDQ-S Iezzoni et al. (2017) 
(Q5a) “Did you have an equal say in developing this Care Plan? For example, were your opinions valued as an equal partner in 
creating this plan?” 
(Q9) “In the past year, about how often do you feel your primary care provider …”  
(a) “Showed respect for your opinions and decisions, whether you disagreed with them or not?” 
(Q10) “In the past year, about how often do you feel your primary care provider…”  
(b) “Changed your treatment without discussing how it would affect your life?” 
PEICS Joober et al. (2018) 
(Q2) “Were you as involved as you wanted to be in decisions about your care and support?” 
PEQ-ITSD Haugum et al. (2017) 
(Q15) “Have you had influence on your treatment?” 
PERCCI Wilberforce et al. (2018) 
“I have a say in decisions taken about my care and support” 
“My opinions about my care and support are respected” 
“They are interested in my views about my care and support” 
PPCMC (Haggerty et al., 2012) 
“How much importance does this person give to your ideas about your care?” 
“Thinking about what was done, in the last X months, for your health condition…” 
“Has someone asked you what personal goals you would like to achieve for your health condition?”  
“Has someone discussed with you how you could reach your personal goals?” 
PPIC 2.1 Friedberg et al. (2019) 
(Q16) “In the last 6 months, how often did this provider ask whether you had ideas about how to improve your health?” 
(Q18) “In the last 6 months, did this provider talk with you about setting goals for your health?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Have you been involved in decisions about your care and treatment as much as you wanted to be?” 
“Were you involved as much as you wanted to be in decisions about the best medication for you?” 
“When you received care or treatment from specialist doctors, did they do the following: ask what is important to you? Tell you about 
treatment choices in ways you could understand? Involve you in decisions about your care or treatment as much as you wanted to 
be?” 
PSQ Marshall et al. (1994) 
(Q13) “During my medical visits, I am always allowed to say everything that I think is important” 




(Q11) “I have a role to play in the healthcare team” 
(Q12) “My contribution is valued by members of the healthcare team”  
(Q22) “My ideas, information or observations are valued by members of my healthcare team”  
QOC-P (Danielson et al., 2008) 
(Q19) “The staff ask me my opinions about the treatments they recommend” 
(Q20) “My opinions about the treatments I am receiving are respected” 
QPCCC Tzelepis et al. (2015)  
(Q17) “When I was making my most recent treatment decision, doctors at the hospital gave me the time I needed to consider all my 
treatment options before making a decision” 
GS-PEQ (Sjetne et al., 2011) 
(Q17) “Were you involved in decisions regarding your treatment?” 
Relational and management continuity survey (Gulliford et al., 2011) 
(Q11) “How well does your doctor (or nurse) involve you in decisions?” 
SAQ Goodwin et al. (2003) 
(Q12) “It feels like there’s a ‘them and us’ attitude from the staff” 
(Q23) “I feel I have a partnership with my keyworker/therapist and that we work together” 
STAR-P McGuire-Snieckus et al. (2007) 
(Q6) “My clinician and I work together towards mutually agreed upon goals” 
IPC Yee-Ting Cheng et al. (2014) 
(Q6) “In regards to my cancer treatment, I feel part of the health care team” 
Family and Whānau involvement 
ACSS-MH Durbin et al. (2004) 
(Q38) “My care team includes my family/significant other when planning my treatment” 
ICS (Suhonen et al., 2000) 
(Q11a) “The nurses asked me whether I was my family to take part in my care” 
PIPEQ-OS (Bjertnaes et al., 2015) 
“Do you consider that the clinicians/personnel have cooperated well with your next-of-kin?” 
PCCPQ-PIR Tondora et al. (2014) 
(Q22) “Other people, like my friends and family, have things that they are supposed to do to help me work on my plan, and those 
things are written in the plan” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q26) “My family was involved in follow-up as appropriate” 
PEICS Joober et al. (2018) 
(Q3) “Was your family or carer as involved in decisions about your care and support as you wanted them to be?” 
PEQ (Pettersen et al., 2004) 
(Q32) “Was your discharge planned in cooperation with you and your next of kin (if relevant with others who were supposed to help 
you)?” 




(Q23) “The staff have involved my family, friends, or caretakes in my treatment (if I wanted them to)” 
QPCCC Tzelepis et al. (2015)  
(Q18) “When I was making my most recent treatment decision, doctors at the hospital involved my family or friends in decision making 
about my care when I wanted them to” 
Choice and agency  
ACCC Abrahamson et al. (2017)  
“Given choices about treatment to think about” 
Carewell in Hospital Questionnaire Bakker et al. (2014) 
(Q2) “Were you able to indicate which treatment and/or care you preferred?” 
CCRQ (Cott et al., 2006) 
(Q29) “Treatment choices were fully explained to me” 
CONTINU-UM Rose et al. (2009) 
(Q3b) “Over the past 12 months, have you had choice over the types of treatments you've received?” 
CPC Clark et al. (2008) 
(Q17) “I had a choice in whether to take medications” 
(Q21) “I had a choice in deciding which service providers I work with” 
(Q22) “I had a choice in the services I received” 
(Q25) “I had a choice in picking medications that are right for me” 
MPEPHC Wong et al. (2013) 
(Q34) “When there were treatment choices, did your doctor ask you what treatment you would prefer?” 
PACIC Glasgow et al. (2005) 
(Q2) “When I received care for my chronic illness over the past 6 months, I was given choices about treatment to think about” 
`PCC-36 Reeve et al. (2017) 
“How well do your doctors and other health professionals explain the different choices you have?” 
QOC-P (Danielson et al., 2008) 
(Q22) “I feel like I could refuse a recommended treatment if I don’t agree with it” 
QPCCC Tzelepis et al. (2015)  
(Q27) “During my treatment, I was able to choose which doctor provided my treatment” 
(Q28) “During my treatment, I was able to choose which doctor I saw for each appointment” 
VOICE (Evans et al., 2012) 
(Q2) “I have a say in my care and treatment” 
Access 
Ease of access 
ACES (Safran et al., 2006) 
“When you needed care for an illness or injury, how often did your personal doctor’s office provide care as soon as you needed it?” 
“When you called your personal doctor’s office in the evening or on weekends, how often did you get the help or advice you needed?” 
“When you scheduled a check-up or routine care, how often did you get an appointment as soon as you needed it?” 
ACSS-MH Durbin et al. (2004) 




(Q27) “Some services I need are just not out there” 
(Q25) “I have been able to get services in my own community” 
(Q26) “If I run into problems I can get services even in the middle of the night” 
Patient's spe-cific experiences with care and overall rating of care Ayanian et al. (2010) 
“How often were you able to see the specialists such as cancer doctors you wanted to see for your cancer?” 
CABHS (Eisen et al., 1999) 
“How often did you get the help or advice by telephone?” 
“How often did you get an appointment as soon as you wanted?” 
“How often did you get treatment or counselling as soon as wanted?” 
CAPE Delaney et al. (2015) 
“I was able to talk with doctors and social workers when I needed to” 
CCCQ-P Young et al. (2011) 
(Q6) “I had access to all the additional services (eg stoma therapy, counselling, cancer support groups, nutritional advice) that I 
needed”  
(Q19) “How often did you have difficulty getting an appointment with your GP?” 
CONNECT (Ware et al., 2003) 
(S6, Q6) “I can add appointments with [psych] on short notice.” 
CONTINU-UM Rose et al. (2009) 
(Q1b) “Over the past 12 months, have you been able to easily access services when you've needed to?” 
(Q2b) “Over the past 12 months, have you been able to get all the services you feel you need?” 
(Q5b) “In the past 12 months, have you had access to support from services outside of office hours?” 
CPC Clark et al. (2008) 
(Q1) “I was able to get all of the services I thought I needed” 
CPCQ McGuiness et al. (2003) 
(Q1) “How often did you get the services you thought you needed?”  
HCCQ (Kowalyk et al., 2004) 
(Q24) “After my discharge from hospital, I was able to access health services for my heart condition when I needed them” 
MHSIP (Center for Mental Health Services, 1996) 
“I was able to get all the services I thought I needed” 
“Services were available at times that were good for me” 
“I was able to see a psychiatrist when I wanted to” 
MPEPHC Wong et al. (2013) 
(Q20) “Were there times when you had difficulty getting the health care or advice you needed?”  
Norwegian EUROPEP (Bjertnaes et al., 2011) 
(Q19) “What is your view on the GP and the GP office in the last 12 months concerning getting an appointment to suit you?” 
(Q20) “What is your view on the GP and the GP office in the last 12 months concerning getting through to the practice on the phone?” 





Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q10) “I am able to get urgent care from my practice nurse(s)” 
PCCPQ-PIR Tondora et al. (2014) 
(Q28) “If needed, I was able to get a bilingual/bicultural translator for my recovery planning meeting” 
PEICS Joober et al. (2018) 
(Q17) “If you still needed contact with previous services/professionals, would it be possible?” 
PDQ-S Iezzoni et al. (2017) 
(Q14) “In the past year, were there any times when you needed urgent or emergency medical care or treatment but you either put off 
getting it or did not get this care at all?” 
“What was the main reason you put off getting care or did not get the urgent or emergency medical care you needed?” 
“Concern that the medical staff would not understand me” 
PDRQ-9 (Van der Feltz-Cornelis et al., 2004) 
(Q9) “I find my PCP easily accessible” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Does the place you usually go to have a phone service, doctor or nurse available during evenings, nights or weekends?” 
“Was there ever a time when you wanted health care from a GP or nurse but you couldn’t get it?” 
PSQ Marshall et al. (1994) 
(Q1) “If I need hospital care, I can get admitted without any trouble”  
(Q5) “It is easy for me to get medical care in an emergency” 
(Q51) “I am able to get medical care whenever I need it” 
Wait times 
ACSS-MH Durbin et al. (2004) 
(Q19) “I am not able to see my primary caregiver quickly when I need to” 
(Q40) “After discharge, I had to wait a long time before I was seen in a community program” 
Patient's specific experiences with care and overall rating of care Ayanian et al. (2010) 
“How often did you think that your health problems related to your cancer or its treatments were handled quickly enough?” 
CAHPS (Hays et al., 1999) 
(Q6) “In the last 6 months, when you contacted this provider’s office to get an appointment for care you needed right away, how often 
did you get an appointment as soon as you needed?” 
(Q8) “In the last 6 months, when you made an appointment for a check-up or routine care with this provider, how often did you get an 
appointment as soon as you needed?” 
CCAENA (Letelier et al., 2010) 
(Q27) “When I request an appointment with my GP, I have to wait a long time to see him/her” 
(Q29) “When I request an appointment with the specialist, I have to wait a long time to see him/her” 
CCCQ-P Young et al. (2011) 
(Q20) “How often did you have to wait too long to get the first available appointment for a test or treatment?” 
CONTINU-UM Rose et al. (2009) 




CPCQ McGuiness et al. (2003) 
(Q2) “How often did you have to wait too long to obtain a service/ appointment?”  
Norwegian EUROPEP (Bjertnaes et al., 2011) 
(Q22) “What is your view on the GP and the GP office in the last 12 months concerning waiting time in the waiting room?” 
(Q23) “What is your view on the GP and the GP office in the last 12 months concerning providing quick services for urgent health 
problems?” 
PDQ-S Iezzoni et al. (2017) 
(Q14) “In the past year, were there any times when you needed urgent or emergency medical care or treatment but you either put off 
getting it or did not get this care at all?” 
“What was the main reason you put off getting care or did not get the urgent or emergency medical care you needed?” 
“Concern about long wait times to see a care provider, only to be told nothing can be done and sent home” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“When you ring to make an appointment how quickly do you usually get to see your current GP; any other GP at the clinic you usually 
go to; a nurse at the clinic you usually go to?” 
“How long do you usually have to wait for your consultation to begin with your current GP; any other GP at the clinic you usually go to; 
a nurse at the clinic you usually go to?” 
PSQ Marshall et al. (1994) 
(Q7) “I am usually kept waiting for a long time when I am at the doctors office” 
(Q16) “It's hard for me to get medical care on short notice” 
PTE Kilpatrick et al. (2019) 
(Q26) “Patient care is delivered in a timely manner” 
QPCCC Tzelepis et al. (2015)  
(Q1) “I had to wait too long from my first visit with my general practitioner about cancer-related symptoms or screening to getting a 
referral to a cancer doctor” 
(Q2) “I had to wait too long from getting a referral to a cancer doctor to my first visit with him/her” 
(Q4) “I had to wait too long from getting my cancer diagnosis to starting my first cancer treatment (eg, chemotherapy)” 
GS-PEQ (Sjetne et al., 2011) 
(Q21) “Did you have to wait before you were admitted for services at the institution?” 
Relational and management continuity survey (Gulliford et al., 2011) 
(Q32) “It is difficult to speak with my usual doctor if I have an urgent problem” 
(Q33) “I feel that I have enough time with my doctor to fully discuss all my concerns” 
SAQ Goodwin et al. (2003) 
(Q8) “I get frustrated because I have to wait too long to see my keyworker/therapist” 
Cost 
ACSS-MH Durbin et al. (2004) 
(Q12) “I have been unable to pay for my medications when out of hospital” 
CCCQ-P Young et al. (2011) 




MHSIP (Center for Mental Health Services, 1996) 
“Able to get the services I wanted even though I could not pay for them.” 
MPEPHC Wong et al. (2013) 
(Q23) “Were there times when you did not take medication prescribed by a doctor because of the cost?”  
(Q24) “Were there times when you did not have laboratory tests or exams done because of the cost?” 
(Q26) “Were there times when you found it difficult to get health care because you had to take time off work?” 
(Q27) “Were there times when you found it difficult to get health care services because of the additional costs involved (babysitting, 
parking, etc.)?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“In the last 12 months was there a time when you did not visit a GP or nurse because of cost?” 
PSQ Marshall et al. (1994) 
(Q10) “Sometimes it is a problem to cover my share of the cost for a medical visit” 
(Q14) “I am confident that I can get the medical care I need without being set back financially” 
(Q19) “Sometimes I go without the medical care I need because it's too expensive” 
Transport 
ACSS-MH Durbin et al. (2004) 
(Q23) “I can easily get to the services I need” 
CPCQ McGuiness et al. (2003) 
(Q3) “How often was it difficult to get transport to services?” 
MHSIP (Center for Mental Health Services, 1996) 
“The location of services was convenient” 
PDQ-S Iezzoni et al. (2017) 
(Q14) “In the past year, were there any times when you needed urgent or emergency medical care or treatment but you either put off 
getting it or did not get this care at all?” 
“What was the main reason you put off getting care or did not get the urgent or emergency medical care you needed?” 
“Lack of transportation” 
PSQ Marshall et al. (1994) 
(Q37) “Places where I can get medical care are very conveniently located”   
QPCCC Tzelepis et al. (2015)  
(Q30) “The treatment I received at the hospital was too far away from where I lived”   






Honesty, openness, and trust 
ARM (Agnew‐Davies et al., 1998) 
(Q1) “I feel free to express the things that worry me.” 
(Q2) “I feel friendly towards my therapist.” 
(Q5) “I keep some important things to myself, not sharing them with my therapist.” 
(Q8) “I feel I can openly express my thoughts and feelings to my therapist.” 




CCAENA (Letelier et al., 2010) 
(Q3) “I feel comfortable consulting my GP about my doubts or health problems” 
(Q10) “I feel comfortable consulting my specialists about my doubts or health problems” 
CCCQ (De Witte et al., 2006) 
“I can tell that the carers really listen to me.” 
CCRQ (Cott et al., 2006) 
(Q32) “I felt comfortable expressing my feelings to program staff” 
HCR Trust Scale (Bova et al., 2006) 
(Q12) “I feel comfortable talking to my HCP about my personal issues” 
MCQ Harley et al. (2009) 
(Q15) “I can easily talk about personal things with the doctors” 
`PCC-36 Reeve et al. (2017) 
“How much do your doctors and other health professionals make you feel comfortable asking questions?” 
“How often do your doctors and other health professionals have open and honest communication  
with you?” 
“How much do your doctors and other health professionals make you feel comfortable to talk about your fears, stress, and other 
feelings?” 
PDRQ-9 (Van der Feltz-Cornelis et al., 2004) 
(Q3) “I trust my PCP” 
(Q7) “I can talk to my PCP” 
PTE Kilpatrick et al. (2019) 
(Q13) “I trust all the members of the healthcare team” 
STAR-P McGuire-Snieckus et al. (2007) 
(Q2) “My clinician and I are open with one another” 
(Q3) “My clinician and I share a trusting relationship” 
(Q4) “I believe my clinician witholds the truth from me” 
(Q5) “My clinician and I share an honest relationship” 
Being treated with dignity and respect 
ACES (Safran et al., 2006) 
“How often did office staff at your personal doctor’s office treat you with courtesy and respect?” 
ACSS-MH (Durbin et al. (2004) 
(Q4) “I am not treated like an individual in mental health service” 
(Q8) “I have been treated with dignity and respect” 
ARM (Agnew‐Davies et al., 1998) 
(Q13) “My therapist accepts me no matter what I say or do.” 
(Q19) ‘My therapist is supportvie.” 
CABHS (Eisen et al., 1999) 




“How often did office staff treat you with courtesy and respect?” 
CAHPS (Hays et al., 1999)  
(Q14) “In the last 6 months, how often did this provider show respect for what you had to say?” 
CAPE Delaney et al. (2015) 
“Nurses and mental health counselors treated me as an individual”  
“Nurses and mental health counselors took me seriously” 
“Nurses and mental health counselors treated me with respect” 
CARE (Mercer et al., 2004) 
(Q1) “How was the doctor at making you feel at ease?” 
(Q6) “How was the doctor at showing care and compassion?” 
CCRQ (Cott et al., 2006) 
(Q5) “The program staff treated me as a person instead of just another case” 
(Q13) “I was treated with respect and dignity” 
(Q27) “My family/friends were treated with respect” 
CQ-index Continuum of Care (Berendsen et al., 2009) 
“My GP took me seriously” 
“My specialist took me seriously” 
HCR Trust Scale (Bova et al., 2006) 
(Q4) “My HCP is sincerely interested in me as a person” 
(Q7) “My HCP accepts me for who I am” 
(Q8) “My HCP treats me as an individual” 
P-CIS Coyle et al. (2001) 
“Sometimes the staff stood near me talking about me as if I wasn’t there” 
PEQ-ITSD Haugum et al. (2017) 
(Q34) “Do you perceive that the clinicians/personnel have cooperated well with your next-of-kin” 
PERCCI Wilberforce et al. (2018) 
“They speak to me in a friendly and respectful manner” 
PPIC 2.1 Friedberg et al. (2019) 
(Q14) “In the last 6 months, how often did this provider show respect for what you had to say?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Did the reception and admin staff treat you with respect?” 
“Does your GP or nurse treat you with respect?” 
“Does your GP or nurse treat you with kindness and understanding?” 
PSQ Marshall et al. (1994) 
(Q9) “The doctors who treat me should give me more respect” 
(Q26) “Sometimes doctors make me feel foolish” 
(Q34) “My doctors treat me in a very friendly and courteous manner” 
QOC-P (Danielson et al., 2008) 




(Q9) “The staff seem over-controlling at times” 
(Q16) “The staff in the unit seem to over-react to issues” 
QPCCC Tzelepis et al. (2015)  
(Q5) “The staff at the hospital showed respect for me” 
(Q6) “The staff at the hospital showed respect for my family or friends” 
(Q7) “The staff at the hospital talked to me in a way I could understand” 
VOICE (Evans et al., 2012) 
(Q11) “I feel that staff treat me with respect” 
Being “known” and cared for by staff 
ACES (Safran et al., 2006) 
“When you were sick and went to the doctor, how often did you see you personal doctor (not an assistant or partner)?” 
“When you went for a check-up or routine care, how often did you see your personal doctor (not an assistant or partner)?” 
CCAENA (Letelier et al., 2010) 
(Q2) “I believe that my GP cares about me” 
(Q9) “I believe that my specialists care about me” 
CCCQ-P Young et al. (2011) 
(Q13) “How often were you asked how well you and your family were coping?” 
Chao Continuity Questionnair Chao (1988) 
(Q1e) “I rarely see the same doctor when I go for medical care” 
(Q2a) “I feel that I have an on-going relationship with a doctor” 
(Q1f) “The doctor knows a lot about the rest of my family” 
CONTINU-UM Rose et al. (2009) 
(Q7b) “Over the past 12 months, have the staff involved in your care changed frequently?” 
HCS Iezzoni et al. (2015) 
(QB2b) “When you called to schedule appointments, how often did you get an appointment with the doctor or nurse practitioner who 
knows you best?” 
(QB4) “Thinking about your relationship with your primary care doctor or nurse practitioner, how often does he or she ask you...”   
(b) “About your family or other important relationships?” 
(c) “About you as a person (i.e. work, hobbies, interests)?” 
(d) “If you feel discouraged or sad about your health?” 
MCQ Harley et al. (2009) 
(Q1) “I rarely see the same doctor when I come to this clinic” 
MPEPHC Wong et al. (2013) 
(Q7) “Is there a person (health professional) who knows you best?” 
(Q30) “Thinking of the past 12 months, at this clinic, how often were you taken care of by the same person?” 
NCQ Uijen et al. (2011) 
(Q1a) “I know my general practitioner very well”  




Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q3) “I feel supported by my practice nurse” 
`PCC-36 Reeve et al. (2017) 
“How often do your doctors and other health professionals show they care about you?” 
“How much do your doctors and other health professionals show concern for how your family is doing emotionally?” 
PCCPCS Radwin et al. (2019) 
(Q8) “Did your provider seem to know what you had been through?” 
(Q21) “How often did the same provider care for you regularly?” 
PDRQ-9 (Van der Feltz-Cornelis et al., 2004) 
(Q4) “My PCP understands me” 
PERCCI Wilberforce et al. (2018) 
“They show an interest in me as a person”  
“I have developed a close connection with them” 
“They are genuinely caring, not just going through the motions” 
“They really understand me” 
PPCMC (Haggerty et al., 2012) 
“At your clinic, other than the person who takes care of most of your health care, how well do you feel ‘known’ by everyone on the care 
team at your clinic?” 
PPIC 2.1 Friedberg et al. (2019) 
(Q64) “In the last 6 months, was there one provider who knew you well as a person?” 
PSQ Marshall et al. (1994) 
(Q17) “The doctors who treat me have a genuine interest in me as a person” 
(Q29) “Doctors act too business like and impersonal toward me” 
QOC-P (Danielson et al., 2008) 
(Q18) “The staff praise me when I am doing well” 
Relational and management continuity survey (Gulliford et al., 2011) 
(Q5) “Do you usually see the same doctor (or nurse) every time you visit the surgery?” 
(Q6) “At the surgery, is it easy to see your preferred doctor (or nurse) if you want to?” 
SAQ Goodwin et al. (2003) 
(Q2) “I have regular time with the same person that knows me and my problems” 
(Q14) “I know that the same person is there for me consistently” 
Being Listened to 
ACES (Safran et al., 2006) 
“How often did your personal doctor listen carefully to you?” 
Patient's specific experiences with care and overall rating of care Ayanian et al. (2010) 
“How often did your doctors listen carefully to you?” 
CABHS (Eisen et al., 1999) 




CAHPS (Hays et al., 1999)  
(Q12) “In the last 6 months, how often did this provider listen carefully to you?” 
CAPE Delaney et al. (2015) 
“Nurses and mental health counselors listened to what I had to say” 
CARE (Mercer et al., 2004) 
(Q2) “How was the doctor at letting you tell your story?” 
(Q3) “How was the doctor at really listening?” 
CQ-index Continuum of Care (Berendsen et al., 2009) 
“My GP listened to me carefully” 
“My specialist listened to me carefully” 
HCR Trust Scale (Bova et al., 2006) 
“My HCP is an excellent listener.” 
“MY HCP takes the time to listen to me during each appointment” 
MCQ Harley et al. (2009) 
(Q2) “Sometimes the doctors do not listen to me” 
MPEPHC Wong et al. (2013) 
(Q9) “How would you evaluate the way the person listened to you during the visit?” 
Norwegian EUROPEP (Bjertnaes et al., 2011) 
(Q5) “What is your view on the GP and the GP office in the last 12 months concerning listening to you?” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q2) “My practice nurse(s) listens to me”  
`PCC-36 Reeve et al. (2017) 
“How often do your doctors and other health professionals listen carefully to what you have to say?” 
PCCCT Ramond-Roquin et al. (2018) 
(Q12) “I felt that my care team listened to me” 
PCCPCS Radwin et al. (2019) 
(Q5) “Did your provider encourage you to ask questions?” 
(Q6) “How often did your provider let you talk without interruptions?” 
PERCCI Wilberforce et al. (2018) 
“I am given enough time to say everything that I want to say” 
PPIC 2.1 Friedberg et al. (2019) 
(Q13) “In the last 6 months, how often did this provider listen carefully to you?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Does your GP or nurse listen to what you have to say?” 
PSQ Marshall et al. (1994) 
(Q38) “Doctors sometimes ignore what I tell them”  
(Q43) “Doctors listen carefully to what I have to say” 




(Q9) “How well does your doctor (or nurse) listen to what you have to say?” 
(Q10) “How well does your doctor (or nurse) respect your opinions?” 
SAQ Goodwin et al. (2003) 
(Q1) “I have somebody who listens attentively to me” 
(Q7) “I don’t feel listened to, or taken notice of” 
Peer Support 
CONTINU-UM Rose et al. (2009) 
(Q15b) “Over the past 12 months, have you had support from other people who have experienced mental distress?” 
CPC Clark et al. (2008) 
(Q14) “My provider encouraged me to use self-help groups and consumer-run organizations” 
MHSIP (Center for Mental Health Services, 1996) 
“I was encourage to use consumer-run programs” 
PACIC Glasgow et al. (2005) 
(Q10) “When I received care for my chronic illness over the past 6 months, I was encouraged to go to a specific group or class to help 
me cope with my chronic illness” 
PCCPQ-PIR Tondora et al. (2014) 
(Q27) “I got information about peer support as part of my planning meeting” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q13) “I was informed of patient resources/supports (e.g., peer support groups) that may be available”  
(Q15) “My informal caregivers (e.g., family, friends) were given information on resources/support (e.g., peer support groups, 
community organizations)” 
PDQ-S Iezzoni et al. (2017) 
(Q2) “Are any of the following people part of a team that provides you with the support and services you need?” 
(b) “A certified peer specialist? This is a person who has experience living with your health condition(s)” 
PERCCI Wilberforce et al. (2018) 
“I am given opportunity to join groups where I can meet other people” 
QPCCC Tzelepis et al. (2015)  
(Q39) “The staff at the hospital helped me find other cancer patients I could talk to about their cancer experiences”  
(Q41) “The staff at the hospital helped my family or friends find others in a similar situation to talk to” 
Navigator 
ACSS-MH Durbin et al. (2004) 
(Q22) “There is no single place to find out about all services available” 
(Q30) “My provider knows about all the different services available” 
HCCQ (Kowalyk et al., 2004) 
(Q22) “I knew which health care provider to contact if I had any problems following my discharge” 
MCQ Harley et al. (2009) 
(Q3) “I want one doctor to coordinate all the care I receive” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q12) “My practice nurse(s) advocates on my behalf with other health providers” 




“Thinking about ALL the persons you saw in ALL different places you went for your care, is there one who ensures the follow-up of 
your health care (doctor, nurse, other)?” 
 “How much does this person help you in getting the health care you need from other clinicians?” 
“In general, do you feel that you yourself have to organize the health care you receive from different persons or different places?” 
“Were there times when it felt like no one in the health care system was really in charge of your health care?” 
Relational and management continuity survey (Gulliford et al., 2011) 





PCCPQ-PIR Tondora et al. (2014) 
(Q1) “My provider reminds me that I can bring my family, friends, or other supportive people to my recovery planning meetings” 
(Q6) “I can invite other providers, like my vocational or housing specialist, to the meeting if I want” 
(Q14) “I decide how the meeting is run and what we'll talk about during my recovery planning meeting” 
(Q17) “I know ahead of time about when my recovery planning meeting is going to happen” 
(Q20) “As part of my planning meetings, I get education about my rights and about my responsibilities in treatment” 
(Q23) “I am offered education about personal wellness, advanced directives, and wellness recovery action planning (WRAP) as part of 
my planning meeting” 
Information 
Sharing 
Accessibility of information 
Patient's specific experiences with care and overall rating of care Ayanian et al. (2010) 
“How often did your doctors give you as much information as you wanted about your cancer treatments, including potential benefits 
and side effects?” 
CABHS (Eisen et al., 1999) 
“Were you told about the different kinds of treatment available?” 
“Were you told about your right to refuse treatment?” 
CCAENA (Letelier et al., 2010) 
(Q6) “The information my GP gives me is sufficient” 
(Q13) “The information my specialist(s) give(s) me is sufficient”  
CCRQ (Cott et al., 2006) 
(Q2) “I had difficulty getting the health care information I needed” 
(Q12) “My family/friends were given the information that they wanted when they needed it” 
(Q25) “I received the information that I needed when I wanted it” 
CONTINU-UM Rose et al. (2009) 
(Q8b) “Over the past 12 months, have you been able to get appropriate information from staff?” 
CQ-index Continuum of Care (Berendsen et al., 2009) 
“My GP gave me sufficient information about my illness/treatment” 
“My specialist(s) gave me sufficient information on my illness” 
“My specialist(s) gave me sufficient information on my treatment” 
MHSIP (Center for Mental Health Services, 1996) 
“I was given information about my rights” 




“My treatment providers helped me obtain info I needed to take charge.” 
Norwegian EUROPEP (Bjertnaes et al., 2011) 
(Q13) “What is your view on the GP and the GP office in the last 12 months concerning telling you what you wanted to know about 
your symptoms and/or illness?” 
PIPEQ-OS (Bjertnaes et al., 2015) 
“Has the institution given you adequate information about your medical condition/diagnosis?” 
“Has the institution given you adequate information about the treatment options available to you?” 
`PCC-36 Reeve et al. (2017) 
“How often do your doctors and other health professionals give you helpful information, even when you don’t ask for it?” 
“How often do your doctors and other health professionals make sure you have the information you need?” 
“How much do your doctors and other health professionals give you information and resources to help you make decisions?” 
PCCCT Ramond-Roquin et al. (2018) 
(Q6) “I lack information about what the next step in my care is” 
(Q9) “I feel that I was given information I needed by my care team” 
PCCPCS Radwin et al. (2019) 
(Q4) “How often did your provider help you get the information you wanted?” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q6) “I was given complete information on my medications (e.g., type, purpose, how given, when, how often for how long, how much, 
side effects, drug interactions, nature and frequency of blood work)” 
(Q16) “My informal caregivers had the necessary information about my health that they needed in order to help me out” 
PTE Kilpatrick et al. (2019) 
(Q15) “Team members share relevant information to help me make decisions about my healthcare” 
(Q18) “The flow of information between team members, patients, friends and families is constrained” 
(Q28) “I return home with unanswered questions about my medication”  
(Q30) “I return home with all my questions answered about my care” 
QPCCC Tzelepis et al. (2015)  
(Q10) “The staff at the hospital gave me information about cancer and treatments to take home (eg, booklets, Web sites)” 
GS-PEQ (Sjetne et al., 2011) 
(Q15) “Did you get sufficient information about your diagnosis/afflictions?” 
Communication of information 
ACES (Safran et al., 2006) 
“How often did your personal doctor explain things in a way that was easy to understand?” 
CABHS (Eisen et al., 1999) 
“How often did clinicians explain things in ways you could understand?” 
CARE (Mercer et al., 2004) 
(Q8) “How was the doctor at explaining things clearly?” 
CCAENA (Letelier et al., 2010) 




(Q12) “The information my specialist(s) give(s) me is easy to understand” 
CPC Clark et al. (2008) 
(Q24) “My service providers know how to share information and communicate clearly with me” 
ICS (Suhonen et al., 2000) 
(Q12a) “The nurses made sure I understood instructions received” 
`PCC-36 Reeve et al. (2017) 
“How often do your doctors and other health professionals help you understand the information you need to know?” 
“How well do your doctors and other health professionals explain what they recommend?” 
PCCCT Ramond-Roquin et al. (2018) 
(Q10) “My care team helped me make sense of information” 
(Q11) “I was left alone to make sense of information” 
PCCPQ-PIR Tondora et al. (2014) 
(Q4) “My recovery plan is written so that I can understand it. Words I don't understand are explained to me”  
P-CIS Coyle et al. (2001) 
“I wish the doctor had given me a fuller explanation of my condition” 
PEICS Joober et al. (2018) 
(Q15) “Was information provided in a way that you could understand?” 
PEQ (Pettersen et al., 2004) 
(Q10) “Did the doctors always talk to you so that you understand them?” 
(Q11) “Did the rest of the staff talk to you so that you understood them?” 
Primary care patient experiences survey (Health Quality and Safety Commission, 2019) 
“Does your GP or nurse explain things in a way that is easy to understand?” 
QPCCC Tzelepis et al. (2015)  
(Q8) “The staff at the hospital gave me information about cancer that was easy to understand” 
GS-PEQ (Sjetne et al., 2011) 
(Q4) “Did the clinicians talk to you in a way that was easy to understand?” 
Consistency of information 
HCCQ (Kowalyk et al., 2004) 
(Q33) “In general, the information given to me by my various health care providers was consistent (e.g. the information given to me by 
my doctor and the nurse/dietician was the same)” 
Patient-completed 17 item continuity assessment King et al. (2009)  
(Q3) “I am getting consistent information about my illness from health care staff” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q37) “I was given consistent information by all providers about my care”  
Timeliness of information 
P-CIS Coyle et al. (2001) 
“I was sometimes left waiting, not knowing what was going on” 




(Q14) “Was information given to you at the right time?” 
Stigma and 
Discrimination 
CPC Clark et al. (2008) 
(Q18) “I felt free to leave services without being punished” 
HCS Iezzoni et al. (2015) 
(QB5) “In the past year, have you ever felt that you were treated unfairly or with disrespect because of your health condition or 
disability?” 
PCCPQ-PIR Tondora et al. (2014) 
(Q15) “In my plan, my provider refers to me as ‘a person with’ a mental health issue, and does not define me by a label e.g. ‘a 
schizophrenic’ or ‘a bipolar’” 
PDQ-S Iezzoni et al. (2017) 
(Q14) “In the past year, were there any times when you needed urgent or emergency medical care or treatment but you either put off 
getting it or did not get this care at all?” 
“What was the main reason you put off getting care or did not get the urgent or emergency medical care you needed?” 
“Fear of being mistreated by medical staff” 
SAQ Goodwin et al. (2003) 








CCCQ (De Witte et al., 2006) 
“I’m given enough opportunity to use my own expertise and experience with respect to the care I need.” 
“I’m given enough opportunity to do what I am capable of doing myself.” 
CCRQ (Cott et al., 2006) 
(Q26) “I learned what I needed to know in order to manage my condition at home” 
CONNECT (Ware et al., 2003) 
(S1,Q1) “How much does [name of psychiatrist] know about your strengths?” 
(S2,Q1) “How much does [name of CM/T] know about your strengths?” 
(S2, Q2) “How much does [CM/T] know about your personal goals?” 
CPC Clark et al. (2008) 
 (Q13) “I was asked about my personal strengths and coping skills” 
MHCCS Zlateva et al. (2015) 
(Q4) “My primary care team helps me plan so I can take care of my health even when things change or when unexpected things 
happen” 
MHSIP (Center for Mental Health Services, 1996) 
“My treatment providers believed that I could grow, change, and recover.” 
“My treatment providers behaved as if I could choose what is best for me” 
Patient Satisfaction Questionnaire Scrymgeour et al. (2013) 
(Q11) “The practice nurse(s) has provided information and support to help me improve self-management skills for my cancer” 
`PCC-36 Reeve et al. (2017) 




PCCPQ-PIR Tondora et al. (2014) 
(Q7) “My strengths and talents are talked about in my plan” 
(Q8) “In my plan, I can see how I'll use my strengths to work on my goals” 
(Q18) “My plans talk about what I want to get back in my life, not just what I'm trying to get rid of” 
(Q24) “I feel like my plan helps me get back involved in my community, not just in places that provide services for people with mental 
illness”  
(Q26) “I feel like my provider supports me in working on things like getting a job and managing my money, even if I still have other 
issues” 
PDQ-S Iezzoni et al. (2017) 
(Q7) “In the past year, in this health plan, have you been offered new services or help with…”  
(a) “Setting goals for the future?” 
(b) “Helping you organize your life to do the things you want to do?” 
(d) “Learning your rights about grievance procedures for services not received or denied? This could include ways to contact 
an Ombudsperson” 
(Q9) “In the past year, about how often do you feel your primary care provider …” 
(c) “Cared about you as a whole person rather than focusing only on your diagnosis or disability?” 
Family and Whānau level 
CCRQ (Cott et al., 2006) 
(Q20) “My family/friends received information to assist in providing care for me at home”  
`PCC-36 Reeve et al. (2017) 
“How much do your doctors and other health professionals talk with you about how your family can help care for you?” 
PCCQ (Hadjistavropoulos et al., 2008) 
(Q16) “My informal caregivers had the necessary information about my health that they needed in order to help me out” 
QPCCC Tzelepis et al. (2015)  





Appendix 5 The draft PCJUC-Q v1.0 
When answering the questions below, please think about your experiences of services over the 
past 12 months. When questions talk about ‘services’, they mean all the different services 
you use to support your wellbeing. This could include your GP practice, community-based 
mental health services, hospital mental health services, hospital ‘physical’ health services like 
cancer or respiratory services. When questions ask about staff or health providers they mean 
any staff such as doctors, nurses, mental health professionals, secretaries, and allied health 
professionals, such as physiotherapists or occupational therapists. 
 In general, across all the different services I use to 




1) Staff ask me what I feel the most important 
health/wellbeing issues are for me, and the type of 
support I feel I need from services (e.g. getting a job, 
improving my physical health, finding good housing, 
improving my social relationships).  
 
2) Staff get to know me and talk to me about all the 
things that are important in my life, not just my 
diagnosis (e.g. the important relationships in my life, my 
job, and/or my hobbies) 
 
3) I feel that staff understand and respect my 
personal/cultural beliefs and values 
 
4) T                         (             y, friends) 
are encouraged by staff to be as involved in my care as 
much as I would like them to be 
 
5) T                         (             y, friends) 
are given support they need from services 
 
6) Staff ask for my ideas and opinions about care options, 
and we make decisions together as a team. I feel that 
the staff and I are equal partners in my recovery 
process.  
 
7) I am encouraged to set personal goals for my recovery, 
and staff regualrly follow up with me about these goals 
to discuss how they can support me to achieve them  
 
8) I am included in multi-disciplinary team meetings 
(meetings that involve all the different 
doctors/nurses/staff involved in my care from all the 
different services I use) 
a. I am encouraged to bring support people (e.g. 
family, whānau, friends, an advocate, a peer 
support worker) to the multi-disciplinary team 
meetings  
 
9) I trust key members of my health/wellbeing team (e.g. 
my GP, my psychiatrist, my psychologist, my nurse, my social 
worker). I feel that I can be honest and open with them 
about my feelings and the things that are worrying me 
 
10) I feel that the key members of my health/wellbeing 
team listen carefully to me. They treat me as a person 





11) I feel that the key members of my health/wellbeing 
team really know and understand me 
 
12) I have felt unfairly treated or disrespected by staff (e.g. 
doctors, nurses, reception staff) from one or more of the 
services I have used over the past 12 months 
 
13) My strengths and talents are talked about in my 
recovery plan  
 
14) My recovery plan talks about the things I want to get 
back in my life (e.g. employment, social relationships, 







In general, I feel that the staff across all the different 
services I use to support my health and wellbeing… 
 
15) Communicate well with each other  
16) Work together as a team   
 
17) I can move easily between different services. There are 
clear links from one service to the next 
 
18) In general, the staff across all the services I use know 
my up-to-date medical information (e.g. my current 
medications/dosages, my recovery plan, my previous 
medical history) 
 
19) If one staff member has changed my recovery plan 
(e.g. medications), the other services involved in 
supporting me know about it quickly  
 
20) When I think about all the different services I use to 
support my health/wellbeing, there one person that 
coordinates between these services and makes sure 







21) Staff (e.g. GPs, nurses, psychiatrists, psychologists) know 
about the different social/community services 
available, and help me to connect with services that 
can help me 
 
22) I have been offered peer-support (support from 
someone who has lived experience of mental illness, 





23) I can easily access all of my medical information (e.g. 
my medical history, prescription history, previous treatment 
decisions, clinical notes) 
 
24) Staff share with me all the information I need to know 
to make decisions about my care (e.g. how different 
medications work, what the potential side effects of 
medications may be, the other treatment options I have 
besides medication)  
 
 
Access 25) I have been able to get all the services I feel I need to 





(This could include services to improve physical health, 
like physiotherapy or care from your GP, services that 
assist with income support, like WINZ, and/or services to 
support your mental and emotional wellbeing, like 
counselling).  
26) When I need an appointment with a health care 
provider (e.g. GP, psychiatrist, community-based 
psychologist), I can get an appointment quickly  
 
27) The cost of services has stopped me from getting the 
support I need 
 





29) If I have questions or concerns in between 
appointments, I am easily able to contact key 
members of my health/wellbeing team to talk about it 
 
30) Key members of my health/wellbeing team contact me 
as often as I would like in between appointments to 
         ’        
 
All questions are likely to have the following response options: 











Appendix 6 Focus group participant 
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FOCUS GROUP PARTICIPANT INFORMATION 
SHEET 




Department: Preventive and 
Social Medicine, Dunedin 
School of Medicine 









Thank you for showing an interest in this project.  Please take time to consider this information 
and, if you wish, talk with whānau or friends, before deciding whether or not to take part. If 
you decide to participate we thank you.  If you decide not to take part there will be no 
disadvantage to you.   
This project is being undertaken by Masters of Public Health student Hannah King, who will 
be writing her thesis based on this research. Hannah’s primary supervisor is Professor Sarah 
Derrett from the Department of Preventive and Social Medicine, Dunedin, University of Otago. 
Hannah’s co-supervisors are Dr Emma Wyeth (Kāi Tahu, Te Ātiawa), also from the 
Department of Preventive and Social Medicine, and Dr Debbie Peterson and Dr Ruth 
Cunningham, both from the Department of Public Health, Wellington, University of Otago.  
Background 
Both internationally and in New Zealand (NZ), people diagnosed with a mental illness have 
greater risk of poor physical health outcomes than people without mental illness. People with 
mental illness can also experience barriers to accessing and using health care services, and can 




 What is the aim of this research project? 
‘Integrated care’ has been described as care that is coordinated between different types of staff 
(e.g. GPs and mental health teams), the service user and their whānau/family. To improve the 
integration of care, we first need to understand how (and whether) peoples’ care is being 
integrated, and the priorities and needs of service users themselves. Integrated care may help 
address barriers and improve outcomes. 
The aim of this study is to develop a set of questions (a tool) about the integration of mental 
health services with other services, such as primary health care (e.g. GPs) and social services 
(e.g. housing or income support services), which could then be answered by people diagnosed 
with a mental illness and/or substance use disorder.  
We would like your help to develop this tool for service users   
We are looking for 6-10 people who are willing to participate in a focus group (a group 
discussion). 
Participation criteria: to be eligible to participate in this research project, you must: 
• Have had personal experience of accessing mental health services in NZ before (ideally, 
you will be a current or recent user of mental health services – but this is not crucial) 
• Be aged 18 years or over 
• As participation includes a group discussion, you will need to be able to speak English.  
If you are currently an inpatient at a mental health facility, you will unfortunately not be eligible 
to participate. Health professionals are also not eligible to participate as focus group 
participants, however, some health professionals will be involved in the study in other roles 
(e.g. as advisors).  
If you participate, what will you be asked to do? 
The focus group will be like a workshop. The ‘focus’ of workshop will be to gather feedback 
from you on a draft version of an integrated care tool, and to collaboratively develop ideas 
about how to improve it. During the focus group you will be asked to reflect on your own, your 
whānau, and your fellow service users’ experiences of mental health services. We want to know 
what matters to service users in terms of integrated care. You may choose to discuss your own 
experiences – this would be of interest to us, but is not essential. The most essential thing is to 
reflect on your experiences to help identify gaps in the draft tool and to explain why these gaps 
are important.  
If you would like to participate in the development of this integrated care tool but are 
uncomfortable with participating in the focus group, or if the timing means you cannot 
participate, you could participate in one-on-one or whānau interviews instead. Please get in 
touch with us using the contact details provided at the end of this information sheet if you wish 
to discuss this possibility.   
The focus group is expected to take no more than 1.5 hours, and light refreshments will be 
provided. You will be offered a small koha (gift) in the form of a $30 supermarket voucher 
in acknowledgement of your involvement. We will also offer $10 to cover the cost of any 
parking/public transport for travel to/from the focus group.  
What data or information will be collected, and how will it be used?    
The focus group will be led by the student researcher (Hannah) and her primary supervisor, 
Prof Sarah Derrett. The interview will be audio-recorded so that it can be transcribed (typed-




We will refine the integrated care tool based on the information from the focus group. We 
would like to get any final thoughts and feedback from you on the revised tool. If you agree to 
provide final feedback, you will be emailed a copy of the final draft tool, and can provide your 
final thoughts and feedback either via email, by phone, or in person to Hannah. Additionally, 
if you would like to receive an electronic copy of the Abstract (short summary) of the Master’s 
thesis that results from this research (which will be completed in 2020) and/or any other 
publications from this research, you can indicate this on the consent form attached.  
What is the expected outcome of this research project? 
This is a ‘developmental research project’. The purpose is to develop an integrated care tool 
suitable for mental health service users in NZ. Later on, this tool will be tested in a larger study 
with service users. Ultimately, it is hoped that use of the tool will help mental health services 
to understand gaps in the integration of care, and help improve services.  
Is there any risk of discomfort or harm from participation? 
We do not anticipate that you will experience distress as a result of the focus group. We will 
not ask sensitive questions about your experience of mental illness or about your specific 
experiences of mental health care; rather, we will be asking about how your mental health care 
was coordinated with other health/social services, and asking you to work with the other 
participants to identify ways to improve the draft integrated care tool. However, if there are 
questions or topics which make you feel uncomfortable or distressed, you have the right to stop 
answering questions and/or leave the focus group at any time with no repercussions 
whatsoever. If you do feel distressed or uneasy following the focus group, we encourage you 
to speak to your usual health care providers.  
What about anonymity and confidentiality? 
Your participation in this project will remain completely confidential, meaning no one besides 
the student researcher and her supervisors will know that you have participated (unless you 
choose to tell someone).  
The audio recording and typed transcript of the focus group will be stored on a secure password 
protected University of Otago computer. Your name will not be attached to the transcript of 
the audio recording, however, there is the potential for the contents of the conversation to 
identify you (e.g. if you talk about your job). Such information will remain confidential and 
will not be published in the student researcher’s Master’s thesis or any other publications that 
result from this research.   
If you say something during the focus group interview that explains an idea clearly and 
powerfully, we may want to quote you when writing about this research. If we quote you it will 
be completely anonymous (your name or other information that could identify you, such as 
your age or occupation will not be included), and quotes will not be used if they contain 
information that could identify you. If you are not willing to be anonymously quoted, you can 
let us know on the consent form.  
In accordance with University of Otago regulations, the project’s data (including the audio 
recording, transcript, and participant consent forms) will be locked in a secure archive room at 
the University for 10 years. After this, it will be securely destroyed. During its storage in the 
archive room, data will remain completely confidential.    
If you agree to participate, can you withdraw later? 
You are able to withdraw from participation at any point up to the day of the focus group, and 




Who is funding this project? 
This project is funded through the University of Otago Research Masters’ student course fees.  
We hope you are willing to share your experience and insight with us 
Your input would be invaluable as we seek to develop this integrated care tool. If you are 
willing to participate, please get in touch with Hannah (contact details below) to discuss your 
involvement further. 
Additionally, if you would like to talk to Hannah’s academic supervisors about this project, 
you can contact Prof Sarah Derrett and/or Dr Debbie Peterson using their contact details listed 
below.  
Name: Hannah King  
Position: Masters of Public Health student  
Department: Preventive and Social Medicine (Dunedin) & 
Public Health (Wellington) 
Contact details: 
hannah.king@postgrad.otago.ac.nz 
Name: Sarah Derrett (Primary supervisor) 
Position: Professor  




Name: Debbie Peterson  
Position: Research Fellow  




This study has been reviewed and approved by the University of Otago Human Ethics 
Committee (Health). If you have any concerns about the ethical conduct of the research you 
may contact the Committee through the Human Ethics Committee Administrator (phone +64 
3 479 8256 or email gary.witte@otago.ac.nz). Any issues you raise will be treated in 
confidence and investigated and you will be informed of the outcome. 






Integrated Care Assessment for Users of 
Mental Health Services 
 
Principal Investigator Student Researcher 
Professor Sarah Derrett Hannah King 
sarah.derrett@otago.ac.nz hannah.king@postgrad.otago.ac.nz 
CONSENT FORM FOR FOCUS GROUP PARTICIPANTS 
Following signature and return to the research team this form will be stored in a secure place 
for ten years. 
Name of participant: ………………………………………….. 
1. I have read the Information Sheet concerning this study and understand the aims of this 
research project. 
2. I have had sufficient time to talk with other people of my choice about participating in the 
study. 
3. I confirm that I meet the criteria for participation which are explained in the ‘we would 
like your help to develop this draft tool for service users’ section of the Information 
Sheet. 
4. I confirm that all my questions about the project have been answered to my satisfaction, 
and I understand that I am free to request further information at any stage from Hannah or 
Sarah (whose contact details are listed on the participant information sheet).  
5. I know that my participation in the project is entirely voluntary, and that I am free to 
withdraw from the project at any time up to the day of the focus group. I understand that 
following the focus group interview, my contributions to the discussion will not be able to 
be withdrawn. 
6. I know that I will be participating in a focus group with 5-10 other participants. I 
understand: 
• I will be asked to work with the rest of the focus group to provide feedback 
and recommend improvements on a draft assessment tool that will be 
presented to the group.  
• I will be asked to provide insights into my experiences of integrated care 




• The focus group discussion will be audio recorded and then typed-out 
(transcribed), however, my personal information will not be connected to 
the recording or transcript.  
7. I know that if the line of questioning about the topics described above develops in such a 
way that I feel hesitant or uncomfortable I may decline to answer any particular 
question(s), and /or may leave the focus group at any point without disadvantage of any 
kind. 
8. I know that I have the opportunity to receive the improved integrated care tool once it has 
been refined by the feedback from the focus group, and I can provide further feedback on 
this refined tool via email or in person: (Please select one option below) 
 
(i)  I WOULD like to receive a copy of the improved tool via email, in 
order to provide further feedback, or simply for my interest. 
 
My email address is: ______________________________________ 
 
OR 
(ii)  I would NOT like to receive a copy of the improved tool via email, in 
order to provide further feedback, or simply for my interest 
 
9. I know that I have the opportunity to receive an electronic copy the Abstract (short 
summary) of the Masters of Public Health thesis that will result from this research once 
the thesis is completed (in 2020), and also of any reports resulting from this research that 
are published in academic journals: (Please select one option below)  
 
(i)  I WOULD like to receive an electronic copy of the Abstract (short 
summary) of the Masters of Public Health thesis and any other academic 
publications resulting from this research via email 
 
My email address is: ______________________________________ 
 
OR 
(ii)  I would NOT like to receive an electronic copy of Masters of Public 






10. I understand that researchers may quote me in reports that are written about this research, 
but that if I am quoted it will be completely anonymous: (Please select one option below) 
 
(i)  I  DO give permission for my words to be anonymously quoted in any 
reports written about this research  
OR 
(ii)  I do NOT give permission for my words to be anonymously quoted in any 
reports written about this research 
 
 
11. I understand the nature and size of the risks of discomfort or harm which are explained in 
the Information Sheet, under the heading ‘is there any risk of discomfort or harm from 
participating?’ 
 
12. I know that when the project is completed all personal identifying information will be 
removed from the paper records and electronic files which represent the data from the 
project, and that these will be placed in secure storage and kept for at least ten years.  
 
13. I understand that the results of the project may be published and be available in the 
University of Otago Library, but that any personal identifying information will remain 
confidential between myself and the researchers during the study, and will not appear in 
any spoken or written report of the study.  
 
14. I know that I will be offered a small koha (gift) in the form of a $30 supermarket voucher 
(in addition to $10 to cover transport expenses) in acknowledgement of my involvement.   
 
Signature of participant:  Date: 
   
   
Name of person taking consent:  Date: 
   
 
One copy of this consent form will be kept by the research team; one copy will be kept by the 




Appendix 7 Focus group feedback on draft PCJUC-Q v1.0 
When answering the questions below, please think about your experiences 
of services over the past 12 months  W    q            k       ‘        ’  
they mean all the different services you use to support your wellbeing. This 
could include your GP practice, community-based mental health services, 
                                         ‘  y     ’                   k         
or respiratory services. When questions ask about staff or health providers 
they mean any staff such as doctors, nurses, mental health professionals, 
secretaries, and allied health professionals, such as physiotherapists or 
occupational therapists. 
COMMENTS:52 
(1) [verbal] Skipped past this paragraph initially, doesn’t grab the attention but does help 
clarify some questions around who ‘staff’ is. 
 
 In general, across all the different services I use to 




1) Staff ask me what I feel the most important 
health/wellbeing issues are for me, and the type of 
support I feel I need from services (e.g. getting a job, 
improving my physical health, finding good housing, 
improving my social relationships).  
(1) [verbal] ‘k y       ’ (        Q8)                       ‘     ’  T                    
     ‘     ’                    k     
(2) [written] An important question that is never asked  
(3) [written] ‘     ’               C                     ‘k y           y          ’  
                    j        T                   q               ‘     ’   
(3) [written] An important question 
(4) [written] A great question 
(4) [verbal]                                   ’    k       q                    y       
these things themselves, they are dismissed. So an important question to be asking in 
the survey 
(5) [written] Another example could be “improving my social skills” 
2) Staff get to know me and talk to me about all the 
things that are important in my life, not just my 
diagnosis (e.g. the important relationships in my life, 
my job, and/or my hobbies) 
(2) [written]               (                )                 ’  (      octors) 
(3) [written] Whether or not a person wants the staff to know these things would depend 
on safety    ’                           service-user led boundaries.  
(3) [verbal] C                               “                           ”            of 
the question to acknowledge that the boundaries around what information is shared and 
with whom must be service-user led 
 




(3) [verbal] Q2    k     Q                                                       ’  
disclose unless they have to, based on whether or not they feel staff understand and 
respect their personal/cultural beliefs, identity and values. 
(3) [verbal] Knowing it is an option to talk to providers about personal things (because it 
is a safe space to do so) is important, even if those things ar  ’                   y    
life that you actually need to discuss with them 
(4) [written] Should be service-user led in terms of what information is offered 
(4) [verbal] If you needed support, you would hope that staff know who is in your life 
that can offer support. So being able to trust staff (which relates to Q3) enough to be 
honest about your life is important in that respect 
(5) [written] A                        “ y         ” 
3) I feel that staff understand and respect my 
personal/cultural beliefs and values 
(1) [written] Change ‘personal/cultural beliefs’ to ‘identity/beliefs’ 
(1) [verbal] ‘values’ is an important idea to include 
(3) [written] Broaden ‘person/cultural beliefs’ to also include ‘identities’ (plural) 
4) The people that su        (             y         ) 
are encouraged by staff to be as involved in my care 
as much as I would like them to be 
(1) [verbal] An important question  
(3) [verbal] A really important idea. ‘Encouraged’ is important, rather than ‘pressured’. 
‘As much as I would like them to’ is also really important - the service-user’s 
preferences may change over time. 
5) T                         (             y         ) 
are given support they need from services 
(3) [written] An important question, but not often seen as important in support spaces 
(4) [verbal] An important question, and helpful because it highlights that there are 
supports out there for whānau/family/friends, which people may not be aware of 
6) Staff ask for my ideas and opinions about care 
options, and we make decisions together as a team. I 
feel that the staff and I are equal partners in my 
recovery process.  
(1) [verbal] The language surrounding making decisions together is nice – it’s not 
suggesting it’s only the service-user making decisions (sometimes people don’t have 
the capacity to do that without support), and it’s not solely resting on health 
professionals.  
(3) [written] This could be split into two questions – “Staff ask for my ideas and opinions 
about care options, and we make decisions together as a team.” And “I feel that the 
staff and I are equal partners in my recovery process.” 
(3) [verbal] Some people may agree that they are asked for their ideas and opinions, but 
they don’t always feel like equal partners in decision-making. This would be a really 
great question to include (alongside a Likert scale) an open-ended comments box so 
that people can explain the nuance in their experiences.  
7) I am encouraged to set personal goals for my 
recovery, and staff regularly follow up with me about 
these goals to discuss how they can support me to 
achieve them  
(1) [verbal] There are people who believe that ‘recovery’ is a clinical term, and it isn’t a 
preferred term in these circles. An alternative could be ‘journey’ or ‘wellbeing’.  
(3) [written] An important question 
(3) [written]  “Recovery” isn’t a strengths-based term 
(3) [verbal] ‘Recovery’ isn’t a great term. A lot of people can successfully live with 




also reinforces the idea that someone is sick rather than someone is facing challenges 
that they need support around. It suggests that the goal is to cure someone, which then 
suggests that they were ‘less than’ while experiencing distress.  
(4) [written] Discussing goals is important  
8) I am included in multi-disciplinary team meetings 
(meetings that involve all the different 
doctors/nurses/staff involved in my care from all the 
different services I use) 
a. I am encouraged to bring support people 
(e.g. family, whānau, friends, an advocate, a 
peer support worker) to the multi-disciplinary 
team meetings  
(1) [verbal] Both (8 and 8a) are really important questions – there probably won’t be 
many people who can say ‘YES”  
(3) [written] Clarification of the meaning of “multi-disciplinary team meeting” is helpful  
9) I trust key members of my health/wellbeing team (e.g. 
my GP, my psychiatrist, my psychologist, my nurse, my 
social worker). I feel that I can be honest and open 
with them about my feelings and the things that are 
worrying me 
[no feedback] 
10) I feel that the key members of my health/wellbeing 
team listen carefully to me. They treat me as a person 
           j            ‘    ’ 
[no feedback] 
11)  I feel that the key members of my health/wellbeing 
team really know and understand me 
[no feedback] 
12)  I have felt unfairly treated or disrespected by staff 
(e.g. doctors, nurses, reception staff) from one or 
more of the services I have used over the past 12 
months 
[no feedback] 
13)  My strengths and talents are talked about in my 
recovery plan  
(3) [written]  “Recovery plan” could be changed to “journey going forward”, in order to 
be more strengths-based 
14)  My recovery plan talks about the things I want to get 
back in my life (e.g. employment, social relationships, 
hobbies), not just the things I want to overcome 
(1) [verbal] Need to add ‘a home’, ‘education’, ‘money’, to the list of examples.  
(3) [written]  “Recovery plan” is not strengths-based  
(3) [written]  “I want to get back” is not strengths-based, could be changed to “I want to 
strengthen” 
(3) [verbal] ‘I want to get back’ sends the message that before I experienced distress I 
was better off. Could also be changed to ‘things I want in my life’, ‘things I want to 
improve in my life’, ‘things I want to gain more balance in’.  









In general, I feel that the staff across all the different 
services I use to support my health and wellbeing… 
(1) [verbal] A nice descriptor/sentence starter that is better and reads more clearly than 
the first sentence starter (“In general, across all the different services I use to 
support my health and wellbeing…) 
15)  Communicate well with each other (2) [verbal] An important question because in their own experience, this would not 
happen unless they drove the process themselves.  
(3) [written] This is a privacy issue, and therefore needs to be service-user led 
(3) [written] There should be an additional question asking who initiates and drives the 
communication and coordination – the service-user, or health professionals?  
16)  Work together as a team  [no feedback] 
 
 
17)  I can move easily between different services. There 
are clear links from one service to the next 
(2) [verbal] It’s a little unclear what is meant by ‘move between’.  
(3) [written]  “move” is confusing and needs to be clarified  
(3) [verbal] It reads as physically moving between services, instead of referring to 
concepts like ‘a warm handover’, or facilitating pathways from one service to 
another. It could say something around ‘I am supported in accessing additional 
support’ 
18)  In general, the staff across all the services I use know 
my up-to-date medical information (e.g. my current 
medications/dosages, my recovery plan, my previous 
medical history) 
(2) [verbal] In practical terms, this is difficult to achieve for confidentiality reasons – 
unless it is service-user directed/led. Even if a provider asked the service-user for 
permission to access information, it could be viewed as a form of coercion or pressure 
given the power differential between the provider and service-user. So while 
important, it will require some thinking about how it can be asked/assessed/enacted.  
(3) [written]  “recovery plan” is not strengths-based, could be changed to “wellness plan” 
(3) [verbal] Should include stipulation around the service-user having agency over which 
services/staff have access to the information, and the service-user’s right to change 
their mind at any time 
19)  If one staff member has changed my recovery plan 
(e.g. medications), the other services involved in 
supporting me know about it quickly  
(4) [written]  “recovery plan” could be changed to “wellness plan”  
20)  When I think about all the different services I use to 
support my health/wellbeing, there one person that 
coordinates between these services and makes sure 
that services follow up with me (e.g. a case manager 
or navigator) 
(3) [written] A helpful idea, but not currently available in the person’s experience  
 
21)  Staff (e.g. GPs, nurses, psychiatrists, psychologists) 
know about the different social/community services 
(3) [written] Staff usually have an idea about the medical/mental health services 







available, and help me to connect with services that 
can help me 
22)  I have been offered peer-support (support from 
someone who has lived experience of mental illness, 
either one-on-one, or in a group)  




23)  I can easily access all of my medical information (e.g. 
my medical history, prescription history, previous 
treatment decisions, clinical notes) 
(2) [verbal] Some services (e.g. CADs) engage with collaborative note-taking, which is 
empowering for service-users. But in primary care, for example, clinical notes are not 
available.  
(3) [verbal] Having the option to access clinical notes is important  
24)  Staff share with me all the information I need to 
know to make decisions about my care (e.g. how 
different medications work, what the potential side 
effects of medications may be, the other treatment 
options I have besides medication)  




25)  I have been able to get all the services I feel I need to 
support my wellbeing and recovery  
(This could include services to improve physical 
health, like physiotherapy or care from your GP, 
services that assist with income support, like 
WINZ, and/or services to support your mental and 
emotional wellbeing, like counselling).  
(3) [written] Remove “recovery” as it is not strengths-based  
(3) [written] Explicitly include a “cultural/identity supports” question (e.g. spiritual, 
LGBTQIA+, cultural, religious) 
(3) [verbal] for example, “I can easily find a service that meets needs specific to my 
identity/beliefs e.g. a rainbow friendly service, a religiously/culturally responsive 
service, disability services”. Make sure that after examples, there is ‘among others’.  
26)  When I need an appointment with a health care 
provider (e.g. GP, psychiatrist, community-based 
psychologist), I can get an appointment quickly  
[no feedback] 
27)  The cost of services has stopped me from getting the 
support I need 
[no feedback] 





29)  If I have questions or concerns in between 
appointments, I am easily able to contact key 
members of my health/wellbeing team to talk about it 
(3) [verbal] This will be dependent on the provider e.g. GPs can be emailed or called, but 
physiotherapists require an actual in person appointment.  
30)  Key members of my health/wellbeing team contact 
me as often as I would like in between appointments 
            ’        
(2) [verbal] Services don’t just call to chat and catch-up (in the person’s experience), 
unless the person has indicated they require it. It would be unmanageable to do so 




(or should be) available for the service-user to contact in between appointments as 
necessary.  
(3) [written] Instead, the question could be framed as whether or not services establish a 
check-in time-frame in between appointments to reach out to service-users and 
remind them that if they need additional support in between appointments, the 
support is available.  
All questions are likely to have the following response options: 
Strongly agree Agree 
Neither agree nor 
disagree 
Disagree Strongly disagree 
1 2 3 4 5 
COMMENTS: 
(3) [written] Each question should have an ‘additional comments’ box 
(3) [written] Each question should have: I would like more support around this: YES/NO  
(3) [verbal] If the survey is online, the ‘I would like more support around this’ question could provide a 
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PLEASE READ THE FOLLOWING INSTRUCTIONS BEFORE ANSWERING THE QUESTIONS: 
This survey includes 34 questions. It has 6 sections. 
• The ‘People-Centred’ asks questions about how often services ask about and respond to your priorities, needs, and preferences about 
your care. This section also asks questions about the relationships you have with staff members. 
• The ‘Coordination and links between services’ section and the ‘Information sharing’ section ask questions about how often 
information is shared between different services, and with you. 
• The ‘Cultural, social and community services’ section asks questions about how ‘non-health’ services are joined-up with the health 
services you use. 
• The ‘Access’ section asks questions about how accessible different services are to you. 
• Finally, the ‘Contact in-between visits’ section asks questions about how proactive different services are about offering you support. 
 
When answering the questions below, please think about your experiences of services over the past 12 months. When questions talk about 
‘services’, they mean all the different services you use to support your wellbeing. Among other things, this could include your GP practice, 
community-based mental health services, hospital mental health services, hospital ‘physical’ health services (like cancer or respiratory services), 
or allied health services (like a physiotherapy or occupational therapy). 
 
When questions ask about staff or health providers they mean any staff, such as doctors, nurses, mental health professionals, receptionists, 
social workers and allied health professionals, such as physiotherapists or occupational therapists. 
 
Please answer each of the following 34 questions. 
 
For each question, please place one tick () in the column you feel best describes your experiences. If you have any additional comments 
you would like to share, you can write them into the ‘additional comments’ box next to each question. 








1) Staff ask me what I feel the most important health/wellbeing issues are 
for me, and the type of support I feel I need from services (e.g. getting a 
job, improving my physical health, finding good housing, improving my social 
relationships, improving my social skills, among other things).  
 
2) Staff get to know me and talk to me about all the things that are 
important in my life, not just my diagnosis, to the extent I want them to 
(e.g. the important relationships in my life, my job, and/or my hobbies, my 
feelings, among other things) 
 
3) I feel that staff understand and respect my personal/cultural beliefs, 
identity(s) and values 
 
4) T                         (             y, friends) are encouraged by 
staff to be as involved in my care as much as I would like them to be 
 
5) T                         (             y, friends) are given support 
they need from services 
 
6) Staff ask for my ideas and opinions about care options, and we make 
decisions together as a team.  
(iii) I feel that the staff and I are equal partners  
 
7)  I feel that the staff and I are equal partners  
8) I am encouraged to set personal goals for my recoverywellbeing, and 
staff regularly follow up with me about these goals to discuss how they 
can support me to achieve them  
 
9) Staff help to empower me to develop the skills I need to manage my own 
wellbeing 
 
10) I am included in multi-disciplinary team meetings (meetings that involve 
all the different doctors/nurses/staff involved in my care from all the 
different services I use) 
If you have been included in multi-disciplinary team meetings before, answer 
this question (10a). If you have not been included in multi-disciplinary team 
meetings before, go to question 11. 
 
a. I am encouraged to bring support people (e.g. family, whānau, 
friends, an advocate, a peer support worker) to the multi-disciplinary 





In general, I feel that the staff across all the different services I use to 
support my health and wellbeing… 
 
11) I Are trustworthy key members of my health/wellbeing team (e.g. my GP, 
my psychiatrist, my psychologist, my nurse, my social worker)and  I feel that I 
can be honest and open with them about my feelings and the things that 
are worrying me 
 
12) I feel that the key members of my health/wellbeing team Listen carefully 
to me, andthey treat me as a person instead of just another ‘case’ 
 
13) I feel that the key members of my health/wellbeing team Really know 
and understand me 
 
14) I have felt unfairly treated or disrespected by staff (e.g. doctors, nurses, 
reception staff) from one or more of the services I have used over the past 
12 months 
 
When I think about all the different services I use to support my health and 
wellbeing, in general… 
 
15) My strengths and talents are talked about in my recovery plan 
care/treatment plan   
 
16) My recovery plan My care/treatment plan talks about the things I want to 
get backimprove in my life (e.g. a home, employment, finanical security, social 
relationships, hobbies, education, among other things), not just the things I 






In general, I feel that the staff across all the different services I use to 
support my health and wellbeing… 
 
17) Communicate well with each other  
18) Work together as a team   







20) If I need additional support from a different service, the services I am in 
contact with help me access it I can move easily between different 
services. There are clear links from one service to the next 
 
21) In general, the staff across all the services I use know my up-to-date 
medical information (e.g. my current medications/dosages, my recovery 
care/treatment plan, my previous medical history) 
 
22) If one staff member has changed my recovery care/treatment plan (e.g. 
medications), the other services involved in supporting me know about it 
quickly  
 
23) When I think about all the different services I use to support my 
health/wellbeing, there one person that coordinates between these 
services and makes sure that services follow up with me (e.g. a case 






24) Staff (e.g. GPs, nurses, psychiatrists, psychologists) know about the different 
cultural/social/community services available, and help me to connect 
with services that can help me 
 
25) I have beenam offered peer-support (support from someone who has 





26) I can easily access all of my medical information (e.g. my medical history, 
prescription history, previous treatment decisions, clinical notes) 
 
27) Staff share with me all the information I need to know to make decisions 
about my care (e.g. how different medications work, what the potential side 





28) I have been able to get all the services I feel I need to support my 
wellbeing and recovery  
(Among other things, this could include services to improve physical health, 
like physiotherapy or care from your GP, services that assist with income 
support, like WINZ, and/or services to support your mental and emotional 





29) I can easily find a service(s) to meet needs specific to my culture, 
identity(s), beliefs, and values  
(e.g. a service that is responsive to my cultural needs, a rainbow friendly service, 
a service that understands and responds to my religious/spiritual needs, a 
service that is disability friendly, among other things). 
 
30) When I need an appointment with a health care provider (e.g. GP, 
psychiatrist, community-based psychologist), I can get an appointment 
quickly  
 
31) The cost of services has stopped me from getting the support I need  




33) If I have questions or concerns in between appointments, I am easily able 
to contact key members of my health/wellbeing team to talk about it 
 
34) Key members of my health/wellbeing team contact me as often as I 
would like in between appointments to          ’        offer 




All questions are likely to have the following response options: 
Strongly agree 
None of the time 
Agree A little of 
the time 
Neither agree nor 
disagree Some of 
the time 
Disagree Most of 
the time 
Strongly disagree 
All of the time  






 The draft PCJUC-Q v2.0 
   
PLEASE READ THE FOLLOWING INSTRUCTIONS BEFORE ANSWERING THE QUESTIONS: 
This survey includes 34 questions. It has 6 sections. 
• The ‘People-Centred’ section asks questions about how often services ask about and respond to your priorities, needs, and 
preferences about your care. This section also asks about the relationships you have with staff members. 
• The ‘Coordination and links between services’ section and the ‘Information sharing’ section ask questions about how often 
information is shared between different services, and with you. 
• The ‘Cultural, social and community services’ section asks questions about how ‘non-health’ services are joined-up with the 
health services you use. 
• The ‘Access’ section asks questions about how accessible different services are to you. 
• Finally, the ‘Contact in-between visits’ section asks questions about how active different services are about offering you support 
between scheduled appointments. 
 
When answering the questions below, please think about your experiences of services over the past 12 months. When questions talk about 
‘services’, they mean all the different services you use to support your wellbeing. Among other things, this could include your GP 
practice, community-based mental health services, hospital mental health services, hospital ‘physical’ health services (like cancer or 
respiratory services), or allied health services (like a physiotherapy or occupational therapy). 
 
When questions ask about staff or health providers they mean any staff, such as doctors, nurses, mental health professionals, 
receptionists, social workers and allied health professionals, such as physiotherapists or occupational therapists. 
 
Please answer each of the following 34 questions. 
 
For each question, please place one tick () in the column you feel best describes your experiences. If you have any additional 







In general, across all the different services 



















1) Staff ask me what I feel the most important 
health/wellbeing issues are for me, and the 
type of support I feel I need from services 
(e.g. getting a job, improving my physical 
health, finding good housing, improving my 
social relationships, improving my social skills, 
among other things).  




















2) Staff get to know me and talk to me about 
all the things that are important in my life, 
not just my diagnosis, to the extent I want 
them to (e.g. the important relationships in my 
life, my job, and/or my hobbies, my feelings, 
among other things) 
      
3) I feel that staff understand and respect my 
personal/cultural beliefs, identity(s) and 
values 
      
4) T                         (        
family, friends) are encouraged by staff to 
be as involved in my care as much as I 
would like them to be 
      
5) The people that support me (        
family, friends) are given support they 
need from services 




6) Staff ask for my ideas and opinions about 
care options, and we make decisions 
together as a team.  
      
7)  I feel that the staff and I are equal partners       
8) I am encouraged to set personal goals for 
my wellbeing, and staff regularly follow up 
with me about these goals to discuss how 
they can support me to achieve them  
      
9) Staff help to empower me to develop the 
skills I need to manage my own wellbeing 
      




















10) I am included in multi-disciplinary team 
meetings (meetings that involve all the 
different doctors/nurses/staff involved in 
my care from all the different services I 
use) 
      
If you have been included in multi-disciplinary 
team meetings before, answer this question 
(10a). If you have not been included in multi-
disciplinary team meetings before, go to 
question 11. 
 
10a) I am encouraged to bring support people 
(e.g. family, whānau, friends, an advocate, a peer 
support worker) to the multi-disciplinary team 
meetings 





In general, I feel that the staff across all the 
different services I use to support my health 
and wellbeing… 
 
      
11) Are trustworthy and  I feel that I can be 
honest and open with them about my 
feelings and the things that are worrying 
me 
      
12) Listen carefully to me, and they treat me as 
a person instead of just another ‘case’ 
      
13) Really know and understand me 
 
      
14) I have felt unfairly treated or disrespected 
by staff (e.g. doctors, nurses, reception staff) 
from one or more of the services I have 
used over the past 12 months 
      





















When I think about all the different services I 
use to support my health and wellbeing, in 
general… 
 
      
15) My strengths and talents are talked about 
in my  care/treatment plan   
      
16) My care/treatment plan talks about the 
things I want to improve in my life (e.g. a 
home, employment, finanical security, social 




relationships, hobbies, education, among other 
things), not just the things I want to 
overcome 






In general, I feel that the staff across all the 
different services I use to support my health 
and wellbeing… 
 
      
17) Communicate well with each other 
 
      
18) Work together as if they are one team  
 
      
19) Require me to actively drive 
communication between staff members 
and teams  





20) If I need additional support from a 
different service, the services I am in 
contact with help me to access it. 
      
 21) In general, the staff across all the services I 
use know my up-to-date health 
information (e.g. my current 
medications/dosages, my care/treatment plan, 
my previous medical history) 




















22) If one staff member has changed my 
care/treatment plan (e.g. medications), the 






other services involved in supporting me 
know about it quickly  
23) When I think about all the different 
services I use to support my 
health/wellbeing, there one person that 
coordinates between these services and 
makes sure that services follow up with me 
(e.g. a case manager or navigator) 
      
        
Information 
sharing 
24) I can easily access all of my medical 
information (e.g. my medical history, 
prescription history, previous treatment 
decisions, clinical notes) 
      
25) Staff share with me all the information I 
need to know to make decisions about my 
care (e.g. how different medications work, 
what the potential side effects of medications 
may be, the other treatment options I have 
besides medication)  
      





26) Staff (e.g. GPs, nurses, psychiatrists, 
psychologists) know about the different 
cultural/social/community services 
available, and help me to connect with 
services that can help me 
      
27) I am offered peer-support (support from 
someone who has lived experience of 
mental illness, either one-on-one, or in a 
group)  
      





















28) I have been able to get all the services I 
feel I need to support my wellbeing  
(Among other things, this could include 
services to improve physical health, like 
physiotherapy or care from your GP, 
services that assist with income support, 
like WINZ, and/or services to support your 
mental and emotional wellbeing, like 
counselling).  
      
29) I can easily find a service(s) to meet needs 
specific to my culture, identity(s), beliefs, 
and values  
(e.g. a service that is responsive to my cultural 
needs, a rainbow friendly service, a service that 
understands and responds to my 
religious/spiritual needs, a service that is 
disability friendly, among other things). 
      
30) When I need an appointment with a health 
care provider (e.g. GP, psychiatrist, 
community-based psychologist), I can get an 
appointment quickly  
      
31) The cost of services has stopped me from 
getting the support I need 
      
32) Getting transport to/from services is 
difficult for me  
      




33) If I have questions or concerns in between 
appointments, I am easily able to contact 
key members of my health/wellbeing team 
to talk about it 




34) Key members of my health/wellbeing team 
contact me as often as I would like in 
between appointments to  offer additional 
support or information (e.g. about 
laboratory test results) if I need it 
      
 
Face validity checking questions:  
•  COMMENTS: 
1. Do the response options make sense, or do you 
think they should be changed (either for some, or 
all, questions)? If yes, then what response options 
would you suggest? 
 
2. Are the instructions in the box at the beginning of 
the survey clear? How could the instructions be 
improved? 
 
3. Thinking back to our discussions about people-
centeredness and integration, are there any 
important topics that you think have been missed 
in the survey? 
 
4. Are there any questions that you think are un-
necessary or unimportant? If so, why?  
 




Appendix 9 The draft PCJUC-Q v3.0 with tracked changes from 
the draft PCJUC-Q v2.0 53 
   
PLEASE READ THE FOLLOWING INSTRUCTIONS BEFORE ANSWERING 
THE QUESTIONS 
If you would like help going through the survey questions, please ask someone you are comfortable talking 
about these things with to help you (e.g. a whānau member, friend, or member of your care/support team).  
This survey includes 34 questions. It has 6 sections. 
• The ‘People-Centred’ section asks questions about how often services ask about and respond to your priorities, needs, and 
preferences about your care. This section also asks about the relationships you have with staff members. 
• The ‘Coordination and links between services’ section and the ‘Information sharing’ section ask questions about how often 
information is shared between different services, and with you. 
• The ‘Cultural, social and community services’ section asks questions about how ‘non-health’ services are joined-up with the 
health services you use. 
• The ‘Access’ section asks questions about how accessible different services are to you. 
• Finally, the ‘Contact in-between visits’ section asks questions about how active different services are about offering you support 
between scheduled appointments. 
When answering the questions below, please think about your experiences of services over the past 12 months. When questions talk about 
‘services’, they mean all the different services you use to support your wellbeing. Among other things, this could include your GP 
practice, community-based mental health services, hospital mental health services, hospital ‘physical’ health services (like cancer or 
respiratory services), or allied health services (like a physiotherapy or occupational therapy). 
 
When questions ask about staff or health providers they mean any staff, such as doctors, nurses, mental health professionals, 
receptionists, social workers and allied health professionals, such as physiotherapists or occupational therapists. 
 





Please answer each of the following 34 questions. 
 
For each question, please place one tick () in the column you feel best describes your experiences. If you have any additional 
comments you would like to share, you can write them into the ‘additional comments’ box next to each question. 
People-
Centred 
 In general, across all the different services 


















1) Staff ask me what I think the most 
important health/wellbeing issues are for 
me, and the type of support I feel I need 
from services (e.g. getting a job, improving my 
physical health, finding good housing, 
improving my social relationships, improving 
my social skills, among other things).  




















2) Staff get to know me and talk to me about 
all the things that are important in my life 
important to me, not just my diagnosis, to 
the extent I want them to (e.g. the important 
relationships in my life, my job, and/or my 
hobbies, my feelings, among other things) 
      
3) I feel that staff understand and respect my 
personal/cultural beliefs, identity(s) and 
values 
      
4) The people who           (        
family, friends) are encouraged by staff to 
be involved in my care, as much as I would 
like them to be 




5) The people who           (        
family, friends) are given support they 
need from services 
      
6) Staff ask for my ideas and opinions about 
possible care options, and we make 
decisions together as a team.  
      
7)  I feel that the staff and I are equal partners       
8) I am encouraged to set personal goals for 
my wellbeing, and staff regularly follow up 
with me about these goals to discuss how 
they can support me to achieve them  
      
9) Staff help to empower support me to 
develop the skills I need to manage my 
own wellbeing 
      




















10) I am included in my multi-disciplinary team 
meetings (meetings that involve all the 
different doctors/nurses/staff involved in 
my care from all the different services I 
use) 
      
If you have been included in multi-disciplinary 
team meetings before, answer this question 
(10a). If you have not been included in multi-
disciplinary team meetings before, go to 
question 11. 
 
10a) I am encouraged to bring support people 
(e.g. family, whānau, friends, an advocate, a peer 




support worker) to the multi-disciplinary team 
meetings 
 
In general, I feel that the staff across all the 
different services I use to support my health 
and wellbeing… 
 
      
11) Are trustworthy and  I feel that I can be 
honest and open with them about my 
feelings and the things that are worrying 
me 
      
12) Listen carefully to me, and they treat me as 
a person instead of just another ‘case’ 
      
13) Really know and understand me 
 
      
14) I have felt unfairly treated or disrespected 
by staff (e.g. doctors, nurses, reception staff) 
from one or more of the services I have 
used over the past 12 months 
      




















When I think about all the different services I 
use to support my health and wellbeing, in 
general… 
      
15) My strengths and talents are talked about 
recognised and included in my  
care/treatment plan   




16) My care/treatment plan talks about the 
things I want to improve in my life (e.g. a 
home, employment, finanical security, social 
relationships, hobbies, education, among other 
things), not just the things I want to 
overcome 
      





In general, I feel that the staff across all the 
different services I use to support my health 
and wellbeing… 
      
17) Communicate well with each other 
 
      
18) Work together as if they are one team  
 
      
19) Require me to actively drive 
communication between staff members 
and teams  





20) If I need additional support from a 
different service, the services I am in 
contact with help me to access it. 
      
 21) In general, the staff across all the services I 
use know my up-to-date health 
information (e.g. my current 
medications/dosages, my care/treatment plan, 
my previous medical history) 




















22) If one staff member has changed my 
care/treatment plan (e.g. medications), the 






other services involved in supporting me 
know about it quickly  
23) When I think about all the different 
services I use to support my 
health/wellbeing, there is one person that 
coordinates between these services and 
makes sure that services follow up with me 
(e.g. a case manager or navigator) 
      
        
Information 
sharing 
24) I can easily access all of my medical 
information when I require it or want it 
(e.g. my medical history, prescription history, 
previous treatment decisions, clinical notes) 
      
25) Staff share with me all the information I 
need to know to make decisions about my 
care (e.g. how different medications work, 
what the potential side effects of medications 
may be, the other treatment options I have 
besides medication)  
      





26) Staff (e.g. GPs, nurses, psychiatrists, 
psychologists) know about the different 
cultural/social/community services 
available, and help me to connect with 
services that can help me 
      
27) I am offered peer-support (support from 
someone who has lived experience of 
mental illness, either one-on-one, or in a 
group)  
      





















28) I have been able to get access to all the 
services I feel I need to support my 
wellbeing  
(Among other things, this could include 
services to improve physical health, like 
physiotherapy or care from your GP, 
services that assist with income support, 
like WINZ, and/or services to support your 
mental and emotional wellbeing, like 
counselling).  
      
29) I can easily find a service(s) to meet needs 
specific to my culture, identity(s), beliefs, 
and values  
(e.g. a service that is responsive to my cultural 
needs, a rainbow friendly service, a service that 
understands and responds to my 
religious/spiritual needs, a service that is 
disability friendly, among other things). 
      
30) When I need an appointment with a health 
care provider (e.g. GP, psychiatrist, 
community-based psychologist), I can get an 
appointment quickly  
      
31) The cost of services has stopped me from 
getting the support I need 
      
32) Getting transport to/from services is 
difficult for me  
      
        
33) If I have questions or concerns in between 
appointments, I am easily able to contact 







key members of my health/wellbeing team 
to talk about it 
34) Key members of my health/wellbeing team 
contact me as often as I would like in 
between appointments to  offer additional 
support or information (e.g. about 
laboratory test results) if I need it 
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